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Beverley  Lewis 


The  campaign  for  a  public  inquiry  into  the 
death  of  Beverley  Lewis  continues.  Mem- 
bers of  Parliament  and  selected  MPs  all 
received  our  special  issue  of  Talking  Sense 
about  the  need  for  an  inquiry.  Jack  Ashley 
MP  tabled  an  Early  Day  Motion  for  MPs  to 
sign  and  express  their  support.  Early  signs 
seem  encouraging.  The  Channel  4  pro- 
gramme 'Same  Difference'  on  12  February 
concentrated  on  Beverley's  life  and  Sense's 
work,  this  should  also  help  the  campaign. 

The  first  anniversary  of  Beverley's  death 
was  on  1 7  February.  A  year  after  her  death 
we  still  do  not  have  a  commitment  either 
locally  or  nationally  to  a  public  inquiry  into 
what  went  so  appallingly  wrong  in  Bever- 
ley's life.  The  local  authority,  Gloucester 
County  Council  and  Gloucester  Health 
Authority  have  decided  not  to  hold  their  own 
public  inquiries.  These  inquiries  would  have 
been  very  important  but  Sense  has  always 
argued  that  the  circumstances  surrounding 
Beverley's  death  reflect  a  national  lack  of 
understanding  of  the  needs  of  deaf-blind 
and  rubella  handicapped  people  and  their 
carers.  Although  Sense  has  not  yet  had  a 
reply  from  the  Minister,  Kenneth  Clarke, 
Jack  Ashley  has.  A  letter  to  one  of  our 
members  gives  the  same  reasons  for  not 
having  an  inquiry: 

'...  the  evidence  suggests  the  caring 
agencies  did  all  they  reasonably  could  in 
following  up  her  progress  and  that  her  mother 
gave  her  exemplary  care  until  very  shortly 


before  Beverley  died.' 

How  can  this  be  known  without  a  public 
inquiry?  Did  the  caring  agencies  do  all  they 
could?  The  Director-  of  Social  Services 
himself  said  in  a  statement  following  the 
Coroner's  hearing: 

'We  accept  the  need  to  look  yet  again  at 
these  procedures  and  if  necessary  tighten 
them  further.'  He  concluded: 

'We  share  the  Coroner's  concern  to 
ensure  that  we  and  other  authorities  learn 
from  this  particular  case' 

Gloucester  Health  Authority  admitted  in 
their  statement: 

'With  the  benefit  of  hindsight,  judge- 
ments which  were  made  about  Beverley's 
care  may  be  questioned.' 

Mrs  Lewis  may  have  tried  to  give  Bever- 
ley 'exemplary  care'  but  failed  due  to  her 
own  ill-health.  What  is  perhaps  the  most 
alarming  part  of  this  statement  is  what  does 
it  lead  us  to  believe  care  is?  Is  it  just  being 
kept  warm  and  clean?  Did  anyone  provide 
Beverley  with  any  stimulation?  Did  she  ever 
get  offered  the  chance  to  go  for  a  swim  or  a 
walk  to  the  park  as  she  enjoyed  when  she 
was  younger.  The  government  has  recog- 
nised that  'care'  is  much  more  than  a  physi- 
cal or  medical  treatment  in  its  White  Paper 
on  Community  Care.  So  where  was  Bever- 
ley's care? 

Malcolm  Matthews 

Director  of  Welfare  and  Information 


Editorial 

Regular  readers  of  Talking  Sense  may  be 
forgiven  for  thinking  that  they  have  picked 
up  a  copy  of  Hansard  Parliamentary  Pro- 
ceedings. Apart  from  some  welcome  light 
relief  from  individual  contributions,  Rushton 
Hall,  Pathways  and  a  camping  trip,  this  is 
definitely  a  legislative  issue. 

Editing  has  been  a  difficult  task  —  per- 
suading colleagues  to  save  sections  of  the 
Disabled  Persons'  Act  or  the  latest  Govern- 
ment circular  for  the  next  issue.  Never  has 
there  been  so  much  legislation  that  affects 
Sense  members.  Some  is  still  in  the  early 
stages  and  we  can  try  and  make  changes. 
Other  laws  are  now  passed  and  it  is  a 
question  of  finding  out  how  it  will  work  in 
practice.  Hopefully  it  will  make  enough  sense 
to  be  able  to  tell  the  difference! 

Finally,  thanks  to  all  the  contributors  of 
this  issue  and  those  over  the  past  eighteen 
months.  The  constant  flood  of  articles  from 
all  kinds  of  people  has  made  the  job  of  editor 
a  very  interesting  if  sometimes  difficult  one. 
Thanks  also  to  all  the  families  and  profes- 
sionals who  have  willingly  been  pestered  by 
journalists  and  given  Sense  such  good 
publicity  during  this  time.  The  next  issue  of 
Talking  Sense  will  have  a  new  editor  as  I 
emigrate  to  the  Wetlands  of  Manchester  — 
good  luck  to  her  or  him.  I  am  sure  they  will 
enjoy  it  as  much  as  I  have  done! 

Peter  Bennett,  who  has  been  assistant 
editor  of  Talking  Sense  for  the  past  four 
years,  will  also  be  leaving  to  edit  his  own 
Scientific  journal.  Many  thanks  for  all  your 
work,  Peter,  and  best  of  luck  for  the  future. 


Colette  Mercer 
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Sense  welcomes  The  Princess  Royal 


HRH  The  Princess  Royal's  first  engagement  as 
Patron  of  Sense  was  to  visit  the  building  which 
Sense  in  Scotland  proposes  to  develop  as  a 
new  Family  Centre.  This  visit  to  Glasgow  took 
place  on  5  February  and  we  were  delighted  that 
our  new  Patron  was  able  to  attend  the  dedica- 
tion of  the  centre. 

The  Princess  Royal  was  greeted  by  Councillor 
Lally,  representing  the  Lord  Provost  of  Glasgow, 
Dr  John  Tulloch,  Chairman,  Sense-in-Scotland, 
and  Jessica  Hills,  Chairman  of  Sense.  After  the 
service  of  dedication,  which  was  given  by  the  Rev. 
David  Easton  of  the  Church  of  Scotland  and  Father 
John  King  of  the  Roman  Catholic  Church,  the 
Princess  said  a  few  words  to  the  assembled  guests: 

"What  attracts  me  to  the  work  of  Sense  is  how 
it  has  grown  from  the  concern  of  parents,  who 
started  the  association  themselves  as  a  self-help 
group.  And  just  how  successful  they  have  been 
reflects  in  the  fact  that  this  project  is  here  in  Scot- 
land. Two  such  centres  already  exist  in  England,  I 
know,  and  now  this  family  project  exists  in  Scot- 
land." 

Attending  the  dedication  were  more  than  sev- 
enty guests,  all  friends  and  supporters  of  Sense  in 
Scotland.  Along  with  the  family  members  were 
District  and  Regional  Councillors,  representatives 
from  Industry  and  Commerce,  from  charitable  trusts 
and  colleagues  from  related  organisations. 

The  Princess  Royal  spoke  to  everyone  present, 
JessicaThomson,  an  ex-pupil  of  Cambooth  School, 
was  particularly  thrilled  to  present  a  posy  to  Her 
Royal  Highness  who  then  signed  'Thank  you'  in 
return.  Dorrie  Moore,  who  is  also  deaf-blind  said  'It 
was  a  lovely  experience  meeting  The  Princess 
Royal'. 

Sense  in  Scotland  hope  to  welcome  Her  Royal 
Highness  again  in  about  eighteen  months  when 
the  Centre  will  be  more  than  just  bare  floorboards. 


Left  to  right:  John  Newman  and  Hugh  Docherty  (Scottish  Homes  -  architects 
for  the  project);  Joyce  Wilson  and  Gillian  Morbey  (Sense-in-Scotland);  Her 
Royal  Highness  The  Princess  Royal;  Councillor  Partick  Lally  JP,  DL, 
(Deputy  Lieutenant  of  the  City  of  Glasgow);  Dr  John  Tulloch  (Chairman  of 
the  National  Council  and  Executive  of  Sense-in-Scotland).  See  also  page  28. 

Scottish  Media  Stars 


Sense  in  Scotland  also  rang  in  the  New 
Decade  with  style  by  having  the  first  com- 
mercial of  1990  (after  the  bells)  on  televi- 
sion. It  was  also  the  first  ever  for  a  Scottish 
charity.  Everyone  included  gave  their  serv- 
ices free  and  it  generated  lots  of  inquiries. 
Slightly  less  grand  (but  probably  more 
fun!)  was  the  filming  of  a  TV  appeal  and 
community  service  announcement  called 
Box  2000.  Aillil  Finlayson  helped  with  the 
filming  and  Joana  Nicoll  performed  at  the 
piano. 


This  summer  HRH  The  Princess  Royal  will  make  two  more  visits 
to  Sense  following  her  call  on  Sense  in  Scotland.  She  will  look 
over  Sense  in  the  Midlands  on  2  April  and  the  London  Head 
Offices  on  19  July. 
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The  Way  Ahead  for  Disabled  People? 

Published  on  10  January  this  document  was  received  with 

widespread  disappointment  among  disabled  people.  The  long 

awaited  so-called  review  of  disability  benefits  in  the  words  of  the 

Disability  Alliance  was  greeted  as  'an  insult  to  disabled  people 

and  their  organisations'. 


Ten  years  of  campaigning  for  a  complete 
review  of  benefits  for  disabled  people  and  a 
review  of  the  numbers  of  disabled  people 
and  their  financial  circumstances  has  led  to 
very  little  change. 

The  Way  Ahead'  was  published  as  a 
White  Paper  giving  the  Government  results 
of  the  review.  Organisations  in  the  field  of 
Disability  are  appalled  at  the  lack  of  consul- 
tation firstly  in  the  so-called  review  itself  and 
in  the  White  Paper. 

The  main  proposals  on  benefits  con- 
tained in  The  Way  Ahead'  concern: 

Attendance  Allowance 

Severe  Disability  Allowance 

Reduced  Earnings  Allowance 

Invalidity  Pension  Additional 
Pension 


Other  changes  have  been  made  to  the 
Reduced  Earnings  Allowance  and  the  Inva- 
lidity Pension  Additional  pension.  The  first 
four  measures  form  part  of  the  Social  Secu- 
rity Bill  announced  the  day  after  The  Way 


Ahead'.  The  following  two  measures  are 
due  in  1992: 

Disability  Allowance.  A  new'  allow- 
ance which  'merges'  Mobility  Allowance 
and  Attendance  Allowance. 

Disability  Employment  Credit.  A  new 

benefit  based  on  family  credit.  For  people 
who  can  work  a  little. 

Unfortunately  no  help  has  been  given  to 
cover  the  additional  costs  of  disability  such 
as  heating,  diet,  laundry  and  clothing  -  which 
many  parents  of  deaf-blind  and  multihandi- 
capped  children  incur. 

According  to  the  Disability  Alliance: 

•  The  Government  has  failed  to  under- 
stand the  needs  of  disabled  people 

•  The  Government  has  failed  to  respond  to 
the  gross  inadequacies  in  current  benefit 
and  service  provision  for  disabled  people. 

•  The  Government  has  failed  to  accept  that 
the  way  to  eliminate  poverty  amongst 
disabled  people  is  by  the  introduction  of  a 
comprehensive  disability  income  scheme'. 

The  Disability  Benefits/Social  Security 


Bill  which  introduces  the  first  four  changes 
is  expected  to  still  be  in  committee  stage  in 
March.  It willthengoforathird  reading  inthe 
House  of  Commons  and  then  for  a  similar 
procedure  in  the  House  of  Lords. 

The  Disability  Alliance  is  calling  for  people 
towriteto  MPs:  asking  forafull  reviewofthe 
benefit  system;  explaining  their  own  par- 
ticular needs  and  asking  for  organisations 
like  Sense  to  be  consulted. 


For  further  information  on  these 
changes  and  how  to  lobby  your 
MP  please  contact: 

Sally  Witcher 
Disability  Alliance 
25  Denmark  Street 
London  WC2  8NJ. 
Tel:  01-240  0806 

For  information  on  specific 
benefits  for  deaf-blind  children 
and  young  adults  please  con- 
tact Maria  Hatzipetrou  at  the 
Sense  London  Office. 


SIGN  LANGUAGE 

INTERPRETER 


£10290   -   £12462 

This  new  post  has  been  established  as  part  of  the  County 
Council's  commitment  to  Equal  Opportunities  and  to  people 
with  disabilities. 

You  will  be  responsible  for  setting  up  this  service  which 
will  involve  providing  sign  language  interpreting  services  for 
employees,  County  Council  Departments,  outside  agencies 
and  the  public. 

Experience  of  interpreting  for  deaf  people  in  a  range  of 
situations,  using  BSL,  SSE  as  well  as  'voicing  over' 
essential.  You  should  also  be  capable  of  organising  and 
initiating  your  own  work. 

You  must  possess  a  minimum  of  Stage  3  CACDP  and  will 
only  be  able  to  progress  beyond  £11,301  on  obtaining 
membership  of  the  Register  of  Interpreters. 

The  post  will  be  located  at  County  Hall  in  Beverley, 
although  you  will  work  throughout  Humberside.  Beverley  is 
an  attractive  market  town  within  easy  reach  of  the  cities  of 
Hull  and  York,  the  coast  and  countryside. 

A  generous  relocation  package,  excellent  pension 
scheme  and  car  leasing  or  essential  user  allowance  are  just 
a  few  of  the  fringe  benefits. 

Further  details  and  application  form  are  available  from  the 
County  Personnel  Department,  PO  Box  37,  County  Hall, 
Beverley,  North  Humberside,  HU17  9BB,  or  by  telephoning 
(0482)  867131  ext  3546.  Post  No:  PUQ030. 
Closing  Date:  30  March  1990. 

HUMBERSIDE 

COUNTY      COUNCIL 

Working  towards  equal  opportunities 


Off  Site  Support  Service 

Support  Teacher  Resources  - 

Hearing  Impaired 

(0.5  post) 

(MPG  +  Allowance  B) 

A  suitably  qualified  teacher  is  required  for  September  1990.  The 
post  carries  responsibility  for  the  day  to  day  running  and  the 
development  of  the  Hearing  Impaired  Resource  provision  in  the 
County.  Although  the  postholder  will  be  a  member  of  the  Off- 
Site  Support  Service,  they  will  liase  closely  with  colleagues  in 
the  Special  Needs  Support  Service  in  connection  with  the 
maintenance  and  development  of  the  resources  for  the  Hearing 
Impaired  in  particular  and  Special  Needs  resources  in  general. 
As  an  essential  part  of  the  job  is  travelling  throughout 
Nottinghamshire  to  different  locations,  use  of  a  car  is  necessary 
for  which  an  appropriate  allowance  is  paid.  It  is  also  possible  to 
apply  for  the  Special  Needs  Support  Service-Support  Teacher, 
Hearing  Impaired  (0.5)  post  (further  details  from  address 
below). 

Application  forms  and  further  details  are  available  from  the 
Team  Leader  (South),  Special  Needs  Support  Service.  Rachel 
Oxley,  Mundella  Professional  Centre,  Green  Street,  The 
Meadows,  Nottingham  NG2  2LA.  Tel.  Nottm  (0602)  860  232. 
Closing  date  16  March. 

The  County  Council  welcomes  applications  from  all,  irrespective 
of  gender,  marital  status,  disability,  race,  age,  or  sexual 
orientation. 


Nottinghamshire 
County  Council 

County  Hall,  West  Bndgford 
Nottingham  NG2  7QP 
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The  Poll  Tax 


This  new  system  will  come  into  effect  in  April.  Many  parents  have 

contacted  Sense  enquiring  whether  or  not  their  sons  or  daughters  will 

have  to  pay.  The  situation  is  far  from  clear.  Who  pays  or  not  may  well 

depend  on  the  ability  of  the  youngster,  the  stamina  of  the  parents,  the 

understanding  of  the  GP  or  the  discretion  of  the  Local  Authority.  Margaret 

White  a  parent  member,  Jane  Oberman,  Parliamentary  Lobbyist  for  Deaf 

Accord  and  Colette  Mercer  Editor  of  Talking  Sense  have  pieced  together 

the  options. 


Exemptions 

As  there  is  considerable  uncertainty,  not  to 
say  confusion,  about  who  might  qualify  for 
exemption  or  rebate  and  because  I  heard  of 
a  number  of  inquiries  made  to  Sense,  I  went 
into  my  local  office  to  try  to  have  the  situ- 
ation clarified. 

First  of  all,  as  every  adult  is  liable  for  his/ 
herown  payment,  if  your  son/daughter  does 
not  live  at  home  with  you,  it  should  not  be 
your  problem.  If  they  are  in  a  hostel  or  other 
provision  with  a  very  high  level  of  care,  they 
are  exempt,  anyway.  So  our  young  people 
at  the  Manor  House,  Edgbaston,  Poole- 
mead  etc  should  not  have  to  pay. 

Another  group  that  is  exempt  are  those 
people  who  are  'severely  mentally  impaired'. 
The  founders  of  our  Association  (and  I  take 
no  credit  here,  the  Rubella  Association  was 
ten  years  old  when  Helen  and  I  joined) 
started  it  partly  to  persuade  'the  powers  that 
be'  to  provide  specialist  education  and  other 
services  for  'our  children',  and  not  just  cater 
for  them  along  with  mentally  handicapped 
children.  This  fight  has  continued  over  30 
years.  In  my  opinion,  it  would  be  quite  wrong 
to  seek  a  classification  of  'mentally  handi- 
capped' for  any  deaf-blind  person  mentally 
alert  and  able.  Equally,  it  would  be  wrong  to 
ask  a  doctor  who  would  be  making  the  as- 
sessment, to  lie.  In  addition,  you  might  be 
making  it  more  difficult  for  your  'youngster' 
to  benefit  from  present  or  future  facilities  for 
deaf-blind  people. 

However,  having  got  that  off  my  chest, 
the  form  the  doctor  receives  from,  and  must 
return  to,  the  Community  Charge  Registra- 
tion Officer  for  my  district  reads: 

'To  Doctor ... 

Please  find  attached  you  r  patient's 
agreement  to  my  approaching  you  for 
a  certificate  stating  that  he/she  is 
severely  mentally  impaired  within  the 
following  meaning: 

a)  He/she  is  suffering  from  a  state 
of  arrested  or  incomplete  develop- 
ment of  mind  which  involves  severe 
impairment  of  intelligence  and  social 
functioning,  or 

b)  He/she  has  suffered  an  injury 
to  the  brain  causing  severe  impair- 
ment of  intelligence  and  social  func- 
tioning which  appears  to  be  perma- 
nent.' 

I  would  certainly  be  seeking  ex- 
emption for  my  daughter  Helen  under 
a)  if  she  were  living  at  home  with  us, 
though  there  might  be  difficulty  over 
getting  her  agreement! 

It  seems  to  me  quite  unfair  that 
those  parents  who  have  their  grown 
sons  or  daughters  at  home  with  them 
have  this  burden  added  to  their  lot. 
So,  I  wrote  to  the  West  Midlands 


Community  Health  Councils'  Forum  about 
there  not  being  a  category  of  exemption  for 
our  deaf-blind  people,  especially  as  some 
of  us  experience  such  difficulty  in  persuad- 
ing doctors  to  help  us  gain,  for  instance,  the 
mobility  allowance.  The  Forum  Secretary 
has  sent  a  copy  of  my  letter  to  every  Mid- 
lands MP. 

Please  apply  for  exemption  and/or  re- 
bate, and  apply  quickly.  It  takes  time  to 
come  through,  depending  on  the  number  of 
applicants.  If  refused,  in  my  opinion  it  is  not 
a  good  idea  to  withhold  payment,  though 
you  might  want  to  for  a  time  while  you  seek 
advice  and  help.  Pay  if  you  have  to,  but  write 
to  your  MP ,  complain  to  your  local  Commu- 
nity Charge  office,  and  to  your  local  CHC  if 
the  doctor  is  unhelpful.  Good  luck! 

Margaret  White 

In  a  Ministerial  reply  on  24  October 
Lord  Hesketh  stated  that: 
any  person  whose  social  functioning 
and  intelligence  is  severely  impaired 
will  be  exempt  from  the  community 
charge,  provided  they  are  entitled  to 
certain  benefits,  including  attendance 
allowance,  and  provided  they  have  a 
certificate  from  a  doctor  stating  that 
they  are  severely  mentally  impaired.' 


Rebates 

Many  deaf-blind  people  will  be  entitled  to  a 
rebate.  People  on  low  income  and  with  less 
than  £8,000  savings  will  be  eligible  for 
housing  benefit  (which  will  be  known  as 
community  charge  rebates).  If  granted  full 
benefit,  they  will  only  be  required  to  pay 
20%  of  the  community  charge. 

In  addition  there  is  special  non-means 
tested  transitional  relief  for  registered  blind 
people  and  disabled  people  who  receive  a 
disability  benefit  (such  as  invalidity  benefit 
or  severe  disablement  allowance),  if  neither 
they,  northeir  partner,  have  previously  paid 
rates.  They  can  apply  for  relief  which  will 
reduce  their  charge  to  £3  a  week,  if  their 
local  authority  has  set  the  community  charge 
within  the  Government's  guidelines.  But  if, 
for  example,  the  charge  has  been  set  at  £7 
per  week  when  the  government  guideline  is 
£6,  they  will  then  be  required  to  pay  £3  plus 
the  £1  difference. 

Jane  Oberman 


What  happens  if  you  don't  pay? 

Parents  are  not  liable  for  sons  or  daughters 
aged  over  1 8.  Therefore  if  you  chose  not  to 
pay  on  their  behalf  and  they  themselves  are 
unable  to,  what  would  happen? 

If  a  person  does  not  pay  then  the  local 
authority  can  deduct  the  amount  owed  from 
any  benefits  payable.  It  is  impossible  to  say 
whether  all  local  councils  will  automatically 
do  this.  Councils  also  have  the  right  to  seek 
redress  through  the  courts.  They  may  not 
be  prepared  to  do  this  for  a  severely  dis- 
abled person  because  of  the  publicity  in- 
volved. 

Colette  Mercer 


Brock  House,  formerly 
Bra  id  wood,  looking  lovely 
on  its  opening  day  on  25 
October  1989. 
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Special  Children  and  the 
1988  Education  Act 

Charles  Byrne.  Sense's  Director  of  Education,  looks  at  the  Act  and  its 
possible  effects  on  the  education  of  children  with  Special  Needs.  In  the 

second  part  of  the  article,  which  will  appear  in  our  next  edition,  he  will 
discuss  the  recent  DES  Circular  22  89  and  its  effects  on  assessment  and 

statementing. 


The  National  Curriculum 

The  National  Curriculum  is  part  of  the 
Education  Reform  Act  1988.  which  for  the 
first  time  establishes  in  law  the  principle  that 
all  pupils  should  receive  a  broad  and  bal- 
anced curriculum  relevant  to  their  individual 
needs.  Equally  important  in  this  Act  is  the 
delegation  of  financial  responsibility  from 
local  education  authorities  to  schools. 

Special  Children 

To  support  the  development  of  the  National 
Curriculum,  the  Department  of  Education  & 
Science  established  an  advisory  body  known 
as  the  National  Curriculum  Council.  With 
regard  to  special  education,  this  Council 
gives  its  full  support  to  maximum  participa- 
tion in  the  National  Curriculum  by  all  pupils 
with  special  educational  needs  and  to  the 
minimal  use  of  arrangements  to  exempt 
some  children  from  all  or  parts  of  the  Na- 
tional Curriculum.  Moreover,  the  Council 
endorses  the  view  of  the  teaching  profes- 
sion that  the  National  Curriculum  should  be 
offered  to  all  pupils  with  special  educational 
needs,  including  those  with  profound  and 
multiple  learning  difficulties,  whether  they 
are  in  special,  primary,  middle  or  secondary 
schools,  and  whether  or  not  they  have 
Statements  under  the  Education  Act  1 981 . 

Resources 

The  Council  also  recognises  the  need  for 
extra  resources  for  special  education  within 
the  National  Curriculum.  It  states,  'in  order 
to  achieve  success,  all  pupils  with  special 
educational  needs  need  time,  specificforms 
of  support,  carefully  structured  teaching 
programmes  and  in  some  cases  the  use  of 
alternative  means  of  communication.' 

Attainment  Targets  and 
Programmes  of  Study 

The  Council  has  worded  its  proposals  about 
Attainment  Targets  (ATs)  and  Programmes 
of  Study  for  core  subjects  of  the  National 
Curriculum  in  such  a  way  that  they  will  not 
inadvertently  exclude  children  with  special 
needs.  The  proposals  also  state  that  pupils 
may  now  use  the  best  means  of  communi- 
cation available  to  them  in  following  the 
Programmes  of  Study.  It  is  hoped  that  his 
flexible  interpretation  will  enable  many  pupils 
with  special  educational  needs  to  follow  the 
Programmes  of  Study  within  the  National 
Curriculum  and  to  achieve  appropriate  At- 
tainment Targets. 

Progress 

The  Council  also  recognises  that  many 
pupils  with  special  educational  needs  will 
take  more  time  to  progress  through  the 
.nal  Curriculum  and  would  benefit  from 
having  their  time  allocated  in  individually 


programmed  ways.  The  Council  states  that 
some  children  may  not  cover  all  levels  in  the 
National  Curriculum  even  by  the  end  of  their 
school  life.  Therefore,  it  is  vital  that  teachers 
inform  parents  about  the  progress  being 
made  by  devising  schemes  which  are  sen- 
sitive enough  to  reveal  the  relatively  small 
steps  needed  to  indicate  achievement." 

Although  the  National  Curriculum  was 
introduced  in  September  1989.  the  legal 
requirementfor  pupils  with  Statements  under 
the  1981  Education  Act  to  follow  the  Na- 
tional Curriculum  does  not  start  until  Sep- 
tember 1990.  This  extra  time  has  been 
given  to  allow  local  education  authorities 
time  to  review  and.  when  necessary,  revise 
each  student's  Statement  in  the  light  of  the 
emerging  demands  of  the  National  Curricu- 
lum. 

Overall  Impact 

There  is  a  good  deal  of  flexibility  built  into 
the  National  Curriculum,  and  this  will  allow 
teachers  to  offer  the  specific  educational 
experiences  needed  by  individual  children 
to  promote  their  understanding  and  de- 
velop their  skills.  This  at  least  makes  me 
feel  that  there  is  no  need  for  greater  con- 
cern under  the  National  Curriculum  than 
previously.  The  concern  I  have  about  the 
Education  Reform  Act  1 988  has  to  do  rather 
with  the  delegation  of  financial  control  to 
schools. 


Financial  Control 

Under  the  1 988  Act.  each  LEA  will  delegate 
financial  responsibility  to  all  schools  with 
more  than  200  pupils.  This  scheme  will 
come  into  operation  from  April  1990,  the 
first  four  years  being  a  transitional  period.  It 
is  the  governors  and  the  head  of  any  school 
with  more  than  200  pupils  who  will  now  be 
responsible  forthe  allocation  of  that  school's 
budget.  Special  schools  are  excluded  from 
this  arrangement  but  nevertheless  signifi- 
cant proportions  of  the  money  needed  to 
run  these  schools  will  be  delegated  to  them. 
The  head  and  governors  will  have  to  make 
decisions  about  the  allocation  of  this  money. 

Support  Services 

Where  I  consider  that  the  new  arrange- 
ments are  inadequate  is  in  the  funding  of 
certain  support  services  essential  to  the 
new  system.  LEAs  will  reduce  the  cost  of 
their  'discretionary  accepted  items',  to  7% 
of  the  general  schools  budget.  These  dis- 
cretionary items  include  funding  for  state- 
mented  children  and  special  units,  and 
peripatetic  advisory  teachers  and  educa- 
tional psychologists  who  are  not  giving  di- 
rect support  to  special  schools.  As  many 
local  education  authorities  overthe  past  few 
years  have  developed  independent  special 
education  support  services  and  increased 
the  size  of  their  educational  psychology 
services,  this  requirement  of  the  Education 
Reform  Act  could  lead  to  a  diminishing  of 
these  important  support  services. 

It  remains  to  be  seen  whether  LEAs  can 
find  ways  of  maintaining  this  support  in 
other  ways.  All  parents  would  do  well  to 
monitor  these  support  services  within  their 
local  authority  and.  where  appropriate,  to 
express  their  concerns  to  members  of  the 
Education  Committee. 


Court  Case  over 
Rubella  Vaccine 

Readers  may  have  seen 

publicity  about  the  Mulholland 

family  taking  action  against  the 

Department  of  Health.  Here  they 

explain  why  they  believe  the 
information  they  received  about 

rubella  was  misleading. 

We  have  issued  a  writ  against  the  De- 
partment of  Health  following  the  birth  of 
our  second  son,  Roger.  Roger  was 
damaged  by  Rubella  a  few  weeks  after 
conception  and  has  most  of  the  prob- 
lems associated  with  congenital  Rubella. 
This  is  despite  my  having  been  vacci- 
nated some  years  previously  and  having 
been  shown  to  be  immune  during  my 
first  pregnancy. 

The  whole  point  of  our  argument  is 
that  the  information  being  given  out  by 
the  Department  of  Health  was  incom- 
plete. It  stated  quite  firmly  that  after 
being  vaccinated  the  risk  of  the  unborn 
child  being  damaged  by  Rubella  was 
non-existent.  This  categorical  statement 


has  proved  itself  to  be  incorrect.  Gradually, 
since  Roger's  birth,  various  medical  profes- 
sionals have  said  that  they  were  aware  of 
the  very  small  percentage  of  cases  in  which 
this  failure  has  occurred. 
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School  Leavers  and  Assessment 

The  Disabled  Person's  Act  1986  has  always  been  a  controversial  piece  of  legislation.  Sections  of 
the  Act  have  still  not  been  implemented  and  those  that  have  are  only  just  beginning  to  take  effect. 

Sections  which  have  not  been  implemented  are  mainly  those  which  allow  a  disabled  person  to 

influence  the  service  they  receive  and  those  which  apply  to  people  in  long-stay  hospitals.  Among 

the  Sections  which  have  been  implemented  are  sections  that  deal  with  assessment  for  welfare 

services  and  school  leavers.  This  is  the  first  year  that  school  leavers  should  be  benefitting  from 

this  Act  under  Section  5.  Malcolm  Matthews  describes  what  should  be  happening. 


Section  5  -  Education  and  social  services 
must  work  together  to  organise  the  assess- 
ment of  'statemented'  children  leaving  full- 
time  education. 

Section  6  -  Education  must  keep  under 
review  the  leaving  date  from  full-time  edu- 
cation of  'statemented'  children. 

These  two  sections  should  work  closely 
together  and  are  aimed  at  giving  school 
leavers  a  smooth  transition  into  adult  life. 
Social  services  and  Education  departments 
are  REQUIRED  to  work  together  to  allow 
this  to  happen.  The  sections  apply  to  chil- 
dren who  are  statemented  under  the  1981 
Education  Act  who  have  a  disability. 

Section  5  has  two  stages: 

a  Identifying  statemented  children  who 
are  disabled. 

b  Assessing  their  needs  for  welfare 
services. 

This  process  should  have  started  some 
time  ago  for  some  children  as  part  of  the 
child's  review  or  assessment  after  his/her 
fourteenth  birthday.  At  this  stage  the  educa- 
tion authority  must  seek  the  opinion  of  social 
services  as  to  whether  a  statemented  child 
is  or  is  not  disabled  within  the  meaning  of 
the  Act.  To  give  this  opinion  a  Social  Serv- 
ices Department  is  required  to  designate  an 
'appropriate  officer'. 

When  the  Education  Department  is 
advised  that  a  statemented  child  is  also  a 


disabled  person  they  must  then  notify  social 
services  in  writing  of  the  date  that  child  will 
be  leaving  full-time  education.  Education 
must  then  keep  the  leaving  date  under 
review  and  notify  social  services  between 
eight  and  twelve  months  before  the  child's 
expected  date  of  leaving.  Within  five  months 
of  receiving  the  notification  Social  Services 
must  make  arrangements  to  carry  out  an 
assessment  of  need. 

If  the  young  person  is  nineteen  or  over 
eight  months  before  the  expected  leaving 
date  then  Education  is  not  under  a  duty  to 
notify  Social  Services  under  this  Act.  How- 
ever, Education  Authorities  are  urged  to 
exercise  their  discretion  and  extend  provi- 
sion to  this  age  group  in  a  government 
circular.  Children  over  sixteen  and  parents 
of  children  under  sixteen  have  the  right  to 
refuse  an  assessment. 

Planning 

The  whole  procedure  ought  to  help  young 
adults  obtain  services  after  they  leave 
school.  It  ought  to  help  Social  Service 
Departments  to  plan  proper  services  for 
young  adults.  Whether  more  services  will 
be  established  perhaps  remains  to  be  seen 
as  the  resource  implications  will  not  be  felt 
for  several  years  after  the  first  identification 
at  the  age  of  14.  The  full  effect  for  children 
being  assessed  this  year  may  not  be  felt  for 
two  or  three  years  into  the  90's.  Planning 


If  they  knew,  why  didn't  the  GP's,  hospi- 
tals and  general  public  have  the  informa- 
tion, so  that  women  planning  a  pregnancy 
could  choose  to  check  their  immunity  be- 
fore they  became  pregnant.  If  necessary 


they  could  then  have  a  vaccination  or 
booster  (followed  by  another  status 
check)  to  ensure  that  they  really  are 
sufficiently  immune  to  protect  their  baby. 
By  taking  our  case  to  court,  we  hope  that 
far  more  women,  who  are  currently  going 
about  their  lives  quite  satisfied  that  they 
have  been  vaccinated  and  are  therefore 
1 00%  safe,  will  be  made  aware  of  the 
possibility  that  they  are  not.  They  can 
then  make  a  fully  informed  decision  on 
what  extra  steps  they  personally  wish  to 
take  to  protect  their  children. 

We  are  NOT  suggesting  that  the 
Rubella  vaccine  is  a  waste  of  time.  We 
also  support  the  Government's  decision 
to  introduce  the  MMR  vaccine.  It  is 
obviously  even  more  important  that 
Rubella  is  wiped  out  quickly  by  effec- 
tively vaccinating  everyone,  as  this  would 
be  the  best  protection  for  all  children, 
including  those  whose  mothers,  for  some 
unknown  reason,  cannot  hold  on  to 
Rubella  antibodies. 

If  you  have  similar  experiences  with 
Congenital  Rubella  please  write  and  let 
us  know.  The  more  people  who  have  a 
similar  experience  the  stronger  the  ar- 
gument becomes.  Our  address  is: 

Peter  and  Jane  Mulholland 

204  Bexhill  Road,  Woodingdean, 

Brighton  BN2  6QB. 


must  begin  now  if  services  are  to  be  pro- 
vided. 

Progress 

In  January  1990  the  Social  Services  In- 
spectorate published  'Developing  Services 
for  Disabled  People:  results  of  an  inspec- 
tion to  monitor  the  operation  of  the  Disabled 
Persons  Act  1986'. 

Among  the  summary  of  the  findings  were 
the  following: 

•  Two-fifths  of  Social  Service  Departments 
had  agreed  a  written  policy  which  met  with 
the  requirements  of  sections  5  and  6. 

•  With  few  exceptions  Departments  had 
effected  changes  or  were  in  the  process  of 
doing  so. 

•  About  a  third  of  Social  Service  Depart- 
ments which  had  yet  to  effect  change 
could  only  say  that  change  was  pending. 

•  Over  four-fifths  of  Departments  said  that 
staff  members  had  been  identified  as 
'appropriate  officers'. 

This  is  the  first  year  that  school  leavers 
will  have  a  right  to  assessment  under  the 
Disabled  Person's  Act  1986. 

Pitfalls 

Unfortunately  a  large  number  of  disabled 
children  in  many  local  authorities  do  not 
have  statements  of  special  educational 
needs  under  the  1981  Act  so  for  them  the 
whole  system  will  fall  down  atthefirst  hurdle. 

Without  Sections  1 ,  2  and  3  of  the  Act 
which  give  a  disabled  person  the  right  to 
express  their  views  and  have  an  advocate, 
plans  beyond  school  cannot  be  as  well 
thought  out  as  they  should  be.  There  are 
also  many  people  who  have  already  passed 
through  the  education  system  and  missed 
this  process.  People  in  long-stay  hospitals 
are  dealt  with  in  section  7  of  the  Act  (not 
implemented)  but  people  who  are  being 
supported  at  home  are  not  covered. 

The  National  Health  Service  and  Com- 
munity Care  Bill  is  at  committee  stage  in 
Parliament  as  we  go  to  print.  Parts  of  this  Bill 
concern  assessment  and  other  parts  refer 
to  sections  of  the  Disabled  Persons'  Act. 
The  impact  of  this  Act  therefore  may  be- 
come very  dependent  on  the  Community 
Care  aspects  of  1990  legislation. 

Sense  would  like  to  hear  how  section  5 
and  6  of  the  Disabled  Persons'  Act  are 
working  in  practice.  Is  your  daughter  or 
son  being  assessed?  Is  this  being  re- 
viewed? What  services  are  being  planned 
for  school  leavers?  Let  us  know. 

In  the  next  issue  o/Talking  Sense.  Malcolm 
will  be  looking  at  section  4  of  the  Act  which 
states  that  Social  services  have  a  duty  to 
decide  about  the  needs  of  disabled  people 
for  welfare  services! 
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Whose  Needs  First? 

Dave  Wood.  Deputy  Head  of  the  RNIB  Rushton  Hall  School  expresses 
some  thoughts  on  how  we  as  teachers  or  parents  sometimes  put  our 
needs  and  perceptions  before  those  of  the  multi-handicapped  child. 
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construct  meaningful  education.  Think  of  a 
swim:  travel  to  the  pool;  undressing;  heat; 
.'. a fee  : smell; taste: text- e  as  ..e   asenjoy- 

~a":a-:e:a':saa-:"-a":-ass"c:-a.e 
s~e     a-: 

~"a~-.::."a"c:accac:  -cca~a-c 
a  erl  sa~  who  are  thinking.  As  they  are 


pear\  "if  you  don't  ca.  an)  arJenbori  s: 
-a.e  -c:  acs:  :.:  -ca  a  c  —  r  c 
knows  that  you  are  ml :  ca..  ng  are":  on  n 
the  first  place.  I  have  fought  for  15  yeans 
against  ignoring  them'.  I  -  a .  e  h  e  a-  d  c  hr  a  s  e  s 
such  as  'I'm  not  paying  attention  to  you 
while  you're  doing  THAT,  without  sa .  n  z 
what  the  THAT  refers  to  and  a- ...a. 
speaking  is  'attention'  enough  for  a  blind 
child. 

Don  t  say  that!  Construct  a  sentence 
which  says  what  you  do  want  For  instance 
in  the  dining  room  Stuart  bangs  his  head 
with  his  spoon.  What  do  we  want  him  to  do 
with  the  spoon?  Eat  his  dinner.  So  we  say 
'use  the  spoon  to  eat  your  dinner' and  being 
positive  and  directive  enables  us  to  speak 
pleasantly.  You  may  like  to  try  saying  Don't 
bang  your  head',  in  a  pleasant  voice  and 
then  afterwards  think  of  what  you  have 
asked  the  child  to  do.  What  if  he  now  bangs 


things  they  don't 


:  ~cs:  -_c  - 

;ec-e-;a  r 


a    -a 

■  e  z  a  . 

.  z  ce 

S     "AC 


■--  ---- 

""-  •:    r;:«e: 

IT       WJILL     ft£ 
PRECISELY*     COfTEE 


a'za  •■•"a"  a"  as:  .  :..  sc  as  :c  a  s-cce- 
end.  Iknowwhenris  a  — _:e  ::  m  .  ::~aa 
break,  the  children  in  our  care  should  be 
a_:-:a:-asa~a::-sca'a::-s 

~  case  ra:  c-g" ::  ce:  -a  s  c::c 
boy  or  girl"  when  a  di  c  "as  done  s:~e- 
:-  -c  as  a:_as:ec  :  ~c  as  --a-  re..  :er 
a  s:  :a  cac  c:..s  r  c  -s. 

Studying  a  boy  v.  ho  _sec  ::  pu  Ire  hair 
r  :-;se  a-c  cassec  -  ~  :  .'.as  rc-g~: 
-acccc'a:e  :c  ca  -~  a  cccc  c:;  :c 
e--g  gc  —  .'."a-  .'.a  c  c  -c:  •••a"-  "  ~  :c 
:ee  ::::  -~a-asea'r  :  .-.as  ce:  cec  -"-' 
thank  you'  served  m 
well  in  many  other 
praises  nor  insults  a 
s  c  e:c  sa..  :  a  re:  ace  -c  a  -cce~e-::c 
re  ar  z-  :  s  a  s:  cess  c  e  :c  sa..  :  -  a 
pleasant  voice. 

At  all  times  it  is  important  to  know  what 
we  are  trying  to  do.  I  have  heard  it  sac  -a: 
we  are  trying  to  make:"  s  :::,  afon 
as  normal  as  possible.  I  prefer  to 
"a.e  a"  cce::. a  a-c-  s  a~a  "- 
ace  see.-e  work  I  am  involved  with 
as  "e  c  "c  re  r  c  _c  re  -e.r  s  a: 
:- :-e  acce-  .'."  s:  a~cc-c:"s 
a~  .e";  :rs:  cs  :r"a  ce~a"cs 
a-  c  a:  "c  :  — .  rares    r  -*  c; 


lations.  It  nefliei 


->E. 


cc  : 
ra: 


:  a  -  c  c  "  s  a  ••.  —  c  :  :  . 
'He's  only  c  ayngyouup] 
'his  mott'e'  sa. s  "a  cce: 

c:as  :  a:  "z~ e  r  "^  :• 
C  .. ~c  ac  a-c  -ca  c~s 
a_c:.'.e:  ■••  :_  e-;'-:-s  s 
_  c  a'.c'e  :e  ;:e.e  _'a' 
they've  seen  him  do  it  before  so  why 
didn't  he  win — NO.  there  is  a  realisa- 
tion that  performance  is  related  to 
-a-,  .a- ac  as  — a-c  .'.cce-  -:••• 
many  variables  we  should  rightly  al- 
es re  ~-:c  ..  -a-c  caccec  r  c" 
I:   .'.a  cc-s  ce'  ra:  re  r  c  Arc-: 


I  say  it?  Our 

.    c..  -a-c 
a*  .-.e  -a a  . 

.:r    -.\:- 


Many  childre 
their  plates  and 
why.  Then  one  i 
take  lunch  blind 
the  banging  was 
of  food  on,  that 
serving  dishes.  1 
forks  on  the  plates 


"'a:  a  as  ^^ 


a'  s"_  c 
•  ::a:  r 
own  cha- 
re ■•.  r  a 


-a.e   .'    : 
~ea  •  ~e:  a 

a  :  /.  :  c  /. 

rusft  —  eve 


a  :a- 


sound  of  spoons  being  hit  on  a  plate,  that 
was  not  OK.  BUT  there  was  no  difference 
between  ANY  of  the  sounds.  No  wonder 
children  thought  it  was  OK  and  no  wonder 
they  think  it  odd  that  the  other  metallic 
clashes  go  ahead  without  comment  No 
one  had  set  out  to  explain  what  they  were. 
No  child  had  pushed  a  dinner  trolley  to  know 
how  it  sounds,  yet  they  were  being  asked  to 


m  large  grouf 

~ a-..  ~a-.  a: 


---.-—  "2 — e 
rooms,  with 

a-  _c  ::  :_a 
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age  of  five  years  have  a  very  small  number 
of  people  around  them,  do  their  learning  in 
the  home  in  small  rooms  and  have  a  rela- 
tively small  world  extending  to  shops,  play- 
group, relations' houses  and  their  own  home. 
Many  children  of  four  years  are  unable  to 


cope  with  full  time  school,  many  would  fall 
apart  without  their  parents'  daily  contact. 
Many  of  the  multiply  handicapped  will  never 
attain  an  equality  of  emotional,  physical  and 
social  life  with  that  of  a  four  year  old.  It  is  a 
constant  wonder  that  they  do  flourish  and 
make  substantial  gains  in  their  skill  levels 
when  they  find  an  environment  which  al- 
lows them  recognition,  lets  them  be  angry, 
sad,  happy  and  challenges  them  to  attempt 
the  new  and  the  unknown.  They  cannot 
watch  their  elders'  behaviour  so  they  can- 
not construct  a  model  for  themselves  of 
what  they  would  like  to  be.  The  responsibil- 
ity for  the  passage  of  that  information  must 
remain  in  the  hands  of  the  adults  who  direct 
them  through  their  daily  lives.  It  is  a  chal- 
lenge which  is  different  for  every  child. 

Michelle  used  to  be  upset  when  setting 
off  for  outings.  As  they  are  supposed  to  be 
looked  forward  to,  her  reaction  was  seen  as 
unusual.  After  a  long  investigation  it  turned 
out  that  she  had  had  years  of  being  passed 
from  carer  to  carer  and  had  little  trust  in 
adults  who  wanted  to  take  her 
out,  until  we  told  here  that  not 
only  was  she  going  out,  but 
that  we  were  coming  back  as 
well. 

Young  John  used  to  stop 
and  stamp  his  feet.  Mother 
thought  it  was  a  sign  of  anger 
and  used  to  be  annoyed. 
When  it  was  suggested  that  it 
might  be  an  aid  to  travel  and 
location  skills  mother  joined  in 
the  'learning'  with  her  son  and 
a  behaviour  which  was  seen 
in  a  negative  light  was  seen 
as  a  positive  benefit.  It  was 
the  SAME  behaviour. 

Rocking  seems  to  annoy 
adults  and  there  are  often  long 
debates  about  how  it  should 
be  prevented,  often  taking  place  before  the 
discussion  about  why  the  child  is  doing  it. 
Rocking  reminds  a  child  that  they  are  still 
there,  it  is  an  exercise  which  is  safe,  can  be 
done  alone,  needs  no  apparatus  and  keeps 
the  body  in  a  state  of  alert.  Many  adult  totally 
blind  people  adopt  similar  mechanisms. 

Movements  of  the  head,  rocking  to  and 


from  the  balls  of  their  feet,  wringing  their 
hands  together,  many  fully  sighted  people 
do  as  well,  for  all  sorts  of  reasons.  How 
many  people  have  a  rocking  chair  at  home? 
No  one  wants  to  ban  their  sale.  Let's  not  get 
diverted  into  thinking  that  all  the  multiply 
handicapped  do   is 
because  of  their  mul- 
tipledisabilities.  Many 
of  them  are  quite  able 
to  manipulate,  to  be 
rude,  to  be  antisocial 
and  when  they  are 
they  need  adults  who 
are  able  to  inform 
them  in  a  construc- 
tive way. 

I  have  often  heard 
it  said  that  this  group 
react  adversely  to 
change. I  have  found 
that  what  they  react 
more  adversely  to  is 
not  knowing  aboutthe 
change  and  here 
again  I  return  to  the 
importance  of  pass- 
ing on  information.  It 
may  not  always  be  evident  that  the  multiply 
handicapped  child  has  understood  but  I 
think  the  act  of  consideration  which  telling 
them  embraces,  is  a  source  of  assurance 
that  they  are  worth  telling.  The  fruit  of  being 
worthy  is  the  gradual  growth  of  self  esteem 
which  can  be  engineered.  It  is  easy  to  make 
members  of  this  group  feel  silly;  to  deni- 
grate their  contributions;  to  tut  tut  their 
failure;  to  'forget'  to  include  them.  It  takes 
hard  work  and  effort  to  make  them  feel 
good.  A  considerate  environment  will  go  a 
long  way  to  helping  them  up  the  next  step 
of  the  social,  emotional,  intellectual  and 
physical  developmental  ladder. 

Finally  a  short  story  to  illustrate  that 
even  when  preparation  has  been  careful, 
there  can  still  be  huge  gaps  in  perception 
and  understanding. 

Years  ago  at  Condover  Hall  School,  I 
ran  a  project  with  eight  boys  to  grow  toma- 
toes. We  went  shopping  for  the  seeds,  the 
compost,  the  canes  and  the  fertiliser.  We 
cleaned  the  greenhouse,  weeded,  watered, 


Introducing 


Hocking 
ANNOY    fli%"-rS 

fastened  up  the  growing  plant  and  watched 
as  the  fruits  grew  until  they  were  ready  to 
eat.  One  member  of  the  group  tasted  one  of 
the  rich  red  fruits,  turned  to  me  and  said 
'Hey  Mr  Wood,  this  tomato  tastes  just  like  a 
real  one'.  I  agreed  that  it  did. 

Illustrations  by  Peter  Almond 


Rushton  Hall 

Rushton  Hall  is  an  RNIB  residential  school, 
situated  near  Kettering  in  the  East  Mid- 
lands. Traditionally  the  school  has  catered 
for  multi-handicapped  visually  impaired 
children  but  awareness  of  the  need  for 
greater  Midlands'  provision  for  deaf-blind 
children  has  prompted  Rushton  to  extend 
its  expertise  to  this  group. 


Rushton's  approach  is  strongly  child 
centred.  The  children's  disabilities  effec- 
tively reduce  their  control  of  events;  impede 
communication  and  relationships  with  oth- 
ers, and  affect  the  gathering  and  under- 
standing of  information.  Building  each  child's 
programme  around  his  individual  needs 
and  interests  fosters  the  security  and  confi- 
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dence  necessary  to  extend  the  limits  of  his 
■■■:' : 

Currently  Rushton  has  thirty  two  pupils 
(aged  from  six  to  fourteen)  and  the  small 
number  of  children  means  that  all  members 


of  staff  know  each  child  well.  Each  child 
belongs  to  one  of  five  teams  which  remain 
constant  both  in  and  out  of  class.  Specific 
children  may  sometimes  move  between 
teams  to  meet  particular  needs,  but  in 


general  a  child  plays,  works,  sleeps  and 
eats  with  the  same  group  of  children  and 
one  staff  team.  This  allows  teaching  to  be 
governed  by  a  child's  needs  and  pace  of 
working,  rather  than  (for  example)  the  need 
to  be  in  the  classroom  by  nine  o'clock.  Staff 
have  sufficient  time  and  opportunity  to 
communicate,  allowing  greater  consistency 
forchildren.  It  also  means  that  parents  have 
one  rather  than  two  sets  of  staff  with  whom 
to  discuss  their  children. 

Activities  at  Rushton  include  swimming, 
riding  (on  site  or  with  Riding  for  the  Dis- 
abled), computer  play,  visual  stimulation 
and  frequent  outings.  A  soft  play  area, 
separate  soft  play  room  and  inflatable  castle 
provide  totally  safe  areas  in  which  children 
can  move  around  freely. 

Looki  ng  to  the  future:  the  new  classroom 
block  is  approaching  completion.  This  will 
contain  five  team  areas,  a  hydrotherapy 
pool  and  splash  pool  area,  a  dark  room  and 
a  light  room  and  a  covered  space  for  large 
play. 

The  best  introduction  to  Rushton.  how- 
ever, has  to  be  the  children.  The  photos  will 
tell  you  more  than  words  ever  could! 

Dave  Wood  and  Heather  Murdoch 


The  Children  Act  1989 

The  Children  Act,  which  received  the  royal  assent  on  the  16th  of  November  last,  could 

provide  more  opportunities  for  parents  of  disabled  children  to  influence  the  quality  and 

quantity  of  services  on  offer  than  the  more  widely  publicised  White  Paper  on  Community 

Care,  Now  is  the  time  to  be  considering  the  best  ways  of  exerting  that  influence. 


Although  most  of  the  Act  does  not  come  into 
effect  until  October  1991,  this  is  the  time  for 
SENSE  to  be  pressing  the  Government 
before  Regulations  are  finalised.  At  the 
zza  e.e  zas':s  a~z  z'Z^zs  s~_  z  ze 
offering  advice  to  Social  Services  Depart- 
ments about  the  scope  of  the  problems  that 
families  face  and  the  facilities  that  are  re- 
quired  before  detailed  local  plans  have  been 
drawn  up. 

This  article  has  been  written  by  Emlyn 
Cassam.  Director  of  Social  Services,  Nor- 
folk. It  is  a  summary  of  the  main  provision 
which  affect  children  with  disabilities.  De- 
tailed  interpretation  of  some  of  the  clauses 
wiH  have  to  wait  until  the  Government  has 
issued  further  guidance.  The  Welfare  and 
Information  Committee  of  SENSE  is  to 
consider  how  our  children  can  best  benefit. 

Who  Can  Benefit? 

The  Act  ice"  •  es  :he  classes  of  children 
who  are  to  be  the  primary  targets  of  a  local 
authority's  'duty  to  help .  These  are  de- 
scribed as  children  in  need,  and  one  defini- 
tion is  simply  that  a  child  is  disabled  —  i.e. 
he  is  Wind,  deaf  or  without  speech,  or  suf- 
fers from  a  menta  asorderofany  kind  or  is 
■.,;vr-i  .-r:-^::-:::,  ess 
or  congenital  deformity  or  such  other  dis- 
abfity  as  may  be  prescribed 

General  Duties  of  Local 
Authorities 

They  are  to  provide  a  range  and  level  of 
services  which  are  appropriate  for  children 
»i  need"  so  as  to  safeguard  and  promote 
the  welfare  of  such  children  and  to  promote 


their  upbringing  by  their  parents. 

They  are  also  required  to  facilitate  the 
provision  by  others  (in  particular  voluntary 
organisations)  of  services  which  they  pro- 
vide under  the  Act.  This  could  have  great 
significance  to  SENSE. 

Specific  Duties 

Local  Authorities  must  take  reasonable  steps 
to  identify  the  extent  to  which  there  are 
children  in  need  in  their  area. 

•  They  must  publish  information  about  serv- 
ices. 

•  The  needs  of  individual  children  must  be 
assessed. 

•  A  register  of  disabled  children  within  the 
area  must  be  kept. 

For  children  in  need'  who  live  with  their 
families,  the  local  authority  must  provide,  as 
they  consider  appropriate,  for  the  following 
services  to  be  available:  advice,  guidance 
and  counselling:  activities:  home  help  (in- 
cluding laundry  facilities):  assistance  with 
travelling  to  use  a  service  provided  under 
the  Act:  assistance  to  enable  the  child  and 
his  family  to  have  a  holiday. 

Services  must  be  provided  to  minimise 
the  effect  on  disabled  children  of  their  dis- 
abilities and  to  give  such  children  the  chance 
to  lead  lives  which  are  as  normal  as  pos- 
sible. 

Day  Care 

Day  care  must  be  provided  for  children  'in 
need  who  are  aged  five  or  under  and  not  yet 
attending  schools.  Appropriate  care  and 


supervised  activities  outside  school  hours 
and  during  school  holidays  for  children  "in 
need'  of  any  age  who  are  attending  school, 
must  be  set  up. 

Representations  Procedures 

Each  local  authority  is  required  to  establish 
a  procedure  for  considering  representa- 
tions (including  complaints)  about  how  they 
are  carrying  out  their  functions  under  the 
Act.  Representations  can  be  made  by  a 
child  in  need,  a  parent  or  anyone  else  who 
might  have  sufficient  interest  in  the  child's 
welfare. 

The  procedure  must  have  an  independ- 
ent element. 

Once  the  procedure  has  been  earned 
out.  the  local  authority  must  have  due  re- 
gard to  the  findings  of  those  who  earned  it 
out. 

Conclusion 

Remember:  Although  local  authonties  must 
provide  these  services,  they  can  also  de- 
cide whether  or  not  a  person  is  eligible  or 
receive  them.  They  also  can  choose  to 
charge  for  some  of  them.  That  is  why  it  is 
important  to  have  a  dialogue  with  Social 
Services  Departments  before  their  critena 
are  set  in  stone. 

Probably  no  local  authority  will  make 
final  decisions  on  the  level  and  type  of  its 
facilities  until  the  Government  has  produced 
further  guidance  and  regulations,  so  we 
may  have  the  best  part  of  1 2  months  to  open 
up  channels  of  communication.  Knowing 
the  speed  with  which  some  Councils  re- 
spond to  invitations,  it  may  take  us  that  long 
even  if  we  start  now! 
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Getting  the  feel  of  a  place 

Pat  Robins  describes  how  she  got  to  grips  with  the  buildings  she 
encountered  in  her  travels. 


As  a  family,  we  prefer  visiting  places  of 
interest  when  we  are  on  holiday  rather  than 
just  sunbathing  on  a  beach.  As  a  result,  over 
the  years  we  have  visited  many  famous 
places. 

I  have  often  found  it  difficult,  sometimes 
impossible,  to  get  any  idea  of  the  structure 
and  design  of  the  building  we  are  visiting 


more  models  around  of  famous  places,  not 
only  in  Britain  but  also  abroad. 

The  type  of  models  I  have  are  quite  small 
and  made  mostly  from  china.  There  are 
larger  models  available  but  you  would  need 
a  lot  of  space  for  storage  if  you  intended 
making  a  collection  of  them.  I  have  found 
that  a  well-made  small  model  enables  me  to 
feel  the  main  details  of 
a  building  just  as  well 
as  a  larger  one.  These 
small  models  are  not 
expensive  and  people 
often  remark  on  how 
attractive  my  collection 
is. 

On  holiday  in  Tus- 
cany we  visited  the 
famous  leaning  tower 
of  Pisa.   I  wondered 


how  the  tower  stood  in  relation  to  the  nearby 
Cathedral  and  domed  Baptistry,  but  coulc 
not  see  well  enough  to  make  out  how  the 
three  were  situated.  Then  we  found  a  smal 
model  of  the  'Field  of  Miracles'  which  con- 
tained all  three  buildings.  Not  only  could  I 
feel  the  actual  shape  of  the  buildings  but  I 
realised  the  tower  was  in  fact  leaning  away 
from  the  other  two. 

It  is  surprising  how  different  each  place 
is  from  the  others.  Some  houses  or  churches 
initially  seem  to  be  of  a  similar  design,  but 
then  you  feel  how  some  features  vary.  I 
would  not  normally  be  aware  of  these  differ- 
ence, not  being  able  to  see  well  enough  to 
make  them  out.  These  are  the  things  sighted 
people  take  for  granted  but  which  blind 
people  can  remain  in  ignorance  of. 

I  find  that  visiting  places  is  much  more 
interesting  now.  As  well  as  exploring  the 
inside  of  places  and  their  contents  and 
leaning  about  their  history.  In  many  in- 
stances I  no  longer  miss  out  on  special 
features  of  architecture. 

This  is  part  of  an  article  which  first  appeared 
in  The  New  Beacon 


because  I  am  registered  blind  with  only  a 
very  small  field  of  vision  left.  In  many  cases 
the  uniqueness  of  a  building  lies  in  its  out- 
ward appearance.  Although  it  was  possible 
to  get  some  idea  of  size  from  the  rooms  that 
we  visited,  I  still  found  it  difficult  to  imagine 
the  overall  shape  of  a  place. 

Few  people  are  able  to  describe  a  build- 
ing well  enough  to  enable  a  blind  person  to 
really  get  the  idea  of  its  shape.  Photographs 
are  out  as  far  as  I'm  concerned  as  I  can't  see 
them.  In  spite  of  the  patient  efforts  of  my 
sighted  husband  and  two  sons  in  trying  to 
help  me  visualise  places,  I  usually  found 
that  although  I  could  enjoy  the  inside  of 
houses,  churches  and  so  on,  I  rarely  got  a 
proper  impression  of  the  overall  structural 
design.  I  often  felt  I'd  missed  out  on  one  of 
the  main  features  which  draws  thousands 
of  people  to  visit  historical  places  each  year. 

By  chance,  we  came  across  a  way  that 
I  find  helps  me  to  'see'  a  building  by  touch. 
You  can't  feel  all  over  the  outside  of  a 
building  like  the  Eiffel  Tower  of  course,  but 
while  in  Paris  my  husband  picked  up  a  small 
metal  model  of  the  tower  and  gave  it  to  me 
to  feel  so  I  could  get  a  better  idea  of  how  it 
is  constructed.  I  found  it  helped  a  great  deal 
in  enabling  me  to  visualise  the  whole  tower, 
and  we  bought  the  model.  That  began  the 
means  of  enabling  me  not  only  to  'see'  a 
building  or  place  but  also  provided  me  with 
a  tangible  souvenir  to  replace  the  usual 
holiday  photographs. 

Once  the  idea  took  root,  when  we  visited 
a  place  we  looked  for  a  model  of  it  for  me  to 
get  an  idea  of  its  shape  and  to  buy  as  a 
souvenir.  When  I  first  started  looking  for 
such  models  they  were  few  and  far  be- 
tween. More  recently,  however,  I  have  been 
delighted  to  find  that  there  are  now  many 

STOP  PRESS 

As  we  go  to  press  we  have  heard  that 
Pat  and  her  husband  Doug  Robins 
have  both  been  awarded  BA  degrees 
by  the  Open  University  in  Arts  and 
Social  Sciences.  Pat's  with  honours. 
Our  congratulations  to  both  of  them. 


Above:  Octagonal 
church,  Oxford;  St. 
Paul's  Cathedral; 
Greek  church. 


Right:  Pisa,  the 

Eiffel  Tower 

and  Siena 


International  Competition 


The  Lega  del  Filo  d'Oro,  an  Italian  organisa- 
tion similar  to  Sense,  has  launched  details  of 
an  international  competition  which  is  being 
run  jointly  with  the  International  Association 
of  Lions  Clubs. 

The  competition  is  for  the  invention  of  a 
portable  electronic  apparatus  which  will  al- 
low a  deaf-blind  person  to  communicate 
using  the  'Malossi'  system,  which  is  the 
Italian  system  of  deaf-blind  manual  or  finger 
spelling. 

The  winning  project  will  be  awarded  a 
prize  of  25  million  Italian  lira  (currently  about 
£12,500  sterling). 

Full  details  are  available  from  Mary  Shep- 
herd, IAEDB  Secretary,  c/o  Sense,  311 
Gray's  Inn  road,  London  WC1X  8PT. 


The  Lega  del  Filo  d'Oro 

This  association,  whose  name  means  The  League  of  the  Golden  Thread',  was  founded  in  1964 
at  the  initiative  of  Sabina  Santilli,  a  remarkable  deaf-blind  woman  who  was  concerned  at  the 
lack  of  assessment  and  educational  services  available  to  deaf-blind  children  and  adults. 

The  Lega's  work  is  mostly  undertaken  through  its  Institute  in  Osimo,  near  Ancona,  which 
aims  to  provide  help,  education  and  rehabilitation  to  a  wide  group  of  people  with  sensory  and 
other  disabilities. 

The  Institute  has  a  highly  specialised  team  offering  medical,  psychological  and  rehabilita- 
tive help.  It  also  gives  help  and  advice  to  families  and  professional  workers  involved  with  multi- 
handicapped  sensory-impaired  people,  not  least  with  their  educational  placements.  The 
institute  has  invested  substantial  resources  in  researching  and  developing  new  rehabilitation 
methodologies  and  techniques. 
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No  Sense  in  Camping! 

'Now  I  am  not  a  writer  but  a  lowly  swimming  instructor  at  Sense  in  the 

Midlands  but  for  some  reason  I  allowed  myself  to  be  talked  into  a 

camping  holiday  in  the  Cotswolds.  When  you  are  sitting  in  a  nice  warm 

flat,  supping  a  cold  drink  on  another  of  the  year's  really  hot  sunny  days  it 

seems  a  good  idea  to  contemplate  a  few  nights  under  the  stars  ...' 


Well  the  journey  down  was  pleasant  enough. 
We  found  the  site  and  put  up  the  tents  and 
then  the  fun  began.  Bobby,  one  of  the 
students,  took  one  feel  of  the  tent  and  was 
off.  Bobby,  you  see,  likes  his  home  com- 
forts. Comfy  armchairs,  hot  showers,  tables 
to  eat  from,  etc.  and  he  wasn't  convinced 
that  this  piece  of  flimsy  fabric  was  going  to 
keep  him  warm  and  dry.  Nor  was  I! 

Our  other  willing  sacrificial  lambs,  (sorry 
eager-to-camp-students)  Yiannis  and  Ste- 
ven also  gave  us  the  first  hint  of  this  holiday 
not  being  an  easy  ride.  Steven,  being  good 
with  his  hands  and  always  keen  to  help  out, 
was  given  the  chance  to  help  Chris  put  up 
his  tent.  This  meant,  in  Steven's  eyes,  that 
he  was  to  take  on  a  supervisory  role  and 
point  out  where  Chris  had  gone  wrong. 
Judging  by  the  way  Steven  was  holding  his 
stomach  with  one  hand  and  keeping  the 
other  over  his  mouth  whilst  his  shoulders 
shook  up  and  down,  he  wasn't  that  im- 
pressed with  Chris'  competency.  Finally, 
with  all  three  tents  up  Yiannis  gave  a  loud 
shriek,  laughed  and  made  good  his 
escape. Across  the  camp  site  he  went  with 
Fred  in  hot  pursuit,  desperately  trying  to 
convince  Yiannis  that  he  knew  what  he  was 
doing  and  that  he  was  going  to  love  every 
minute  of  it. 

It  was  going  to  be  an  exceptionally  long 
long  holiday  I  could  tell. 

Having  rounded  up  our  three  students 
we  were  still  left  with  the  problem  of  how  to 
get  Bobby  into  the  tent  when  the  time  came. 
Perhaps  an  extremely  late  night,  following 
the  car  journey  would  encourage  Bobby  to 
sleep?  Where  should  we  go?  Why  -  the 
local  pub  in  Broadway  of  course;  just  a  quick 
walk  down  the  road.  I  use  the  term  'road' 
very  loosely.  Mobility  of  deaf-blind  students, 
one  on  a  cane  usage  programme  went  right 
out  the  window  along  that  dark  track. 

Bobby  always  insists  on  a  crooked  arm 
to  hold  onto  when  he's  being  walked.  That's 
fine  on  site  but  on  rough  terrain  it's  a  bit 
harder.  Yiannis  was  getting  into  the  swing  of 
being  in  this  sedate,  country  village,  in  the 
middle  of  nowhere,  by  happily  shrieking  at 


Finally,  with  all  three  tents 
up  Yiannis  gave  a  loud 
shriek,  laughed  and  made 
good  his  escape. 


everything  that  moved.  Meanwhile  Steven 
was  demanding  to  be  shown  on  his  watch 
what  time  we  were  getting  to  where  we  were 
going,  what  time  we  would  leave  there  by 
and  what  time  we  would  get  back  to  the 
tents.  The  fad  that  Chris  couldn't  see  Ste- 
ven on  the  end  of  his  arm  let  alone  his 
wristwatch  didn't  seem  to  deter  him  at  all. 
Drinks  over  and  the  walk  back  re-orien- 
teered,  it  was  time  for  bed.  Plan  B  had 


worked.  By  the  time  Yiannis  and  Steven 
were  curling  up  in  their  sleeping  bags  Bobby 
decided  to  stay  in  the  tent  insteade  of  stand- 
ing outside  all  night.  It  was  looking  great. 
Bobby  had  undressed  easily,  got  his  sleep- 
ing bag  easily  and  discovered  the  tent  poles 
easily.  Now  if  you've  been  paying  attention 
you'll  remember  that  one  of  the  tents  didn't 
have  all  the  correct  fitting  poles.  Yes.  It  was 
this  tent  and  they  weren't  too  secure.  Bobby 


Yiannis  signed  'clever'  and 
walked  towards  the  bull  with 
total  determination  to  stroke 
it. 


had  decided  that  this  was  such  a  good 
game  that  he  could  possibly  play  it  all  night. 
He  did.  He  pulled;  I  pushed.  He  twisted  it 
round  and  I  twisted  it  back  again.  After  five 
or  so  hours  (believe  me)  it  gets  monoto- 
nous. 

Morning  came  and  after  six  bleary  sets 
of  eyes  had  had  a  'fry-up'  at  the  counties 
best  restaurant,  Sense's  white  minibus  with 
our  chef,  Fred  seated  upon  the  spare  tyre 
frying  up  anything  that  look  possible  in  six 
inches  of  grease,  we  worked  on  a  plan. 

The  day  was  planned  around  a  walk 
round  Broadway  but  that  was  curtailed 
because  of  Bobby's  extremely  curious  and 
wandering  hands  threatening  us  with  being 
arrested  for  shoplifting.  We  discovered  a 
park  at  Snows  Hill,  where  there  was  an 
adventure  playground  and  an  educational 
farm  where  they  could  stroke  the  animals. 
This,  like  the  camping  trip,  seemed  okay  at 
the  time  but  we  didn't  realise  that  Hurricane 
Gilbert  was  only  just  starting.  The  students 
loved  the  playground,  even  the  ski  lift  type 
of  slide. 

Later  that  afternoon  found  us  stroking  a 
rather  cute  bambi-like  calf  in  the  childrens' 
farm.  Yiannis  especially  liked  this  and  the 
calf  took  his  prodding-tickling  very  well.  We 
saw  no  harm  in  this  until  we  had  just  left  the 
farm  to  come  face  to  face,  as  good  as,  with 
at  least  a  ton  of  solid,  mean  looking  high- 
land bull.  We  are  talking  lengths  of  protrud- 
ing sharp  horn  here.  Yiannis  signed  'clever' 
and  walked  towards  the  bull  with  total  deter- 
mination to  stroke  it.  Being  a  true  stiff  upper 
lipped  British  Kenneth  Moore  type  and  a 
true  animal  lover,  I  ran  and  dragged  Bobby 
with  me.  Chris  Leek  stood  there  with  Steven 
totally  still,  laughing  in  the  face  of  danger' 
he  said  later.  Scared  stiff  would  be  a  more 
appropriate  description  I  think.  And  Fred? 
Fred  decided  that  if  his  student  wanted  to 
stroke  the  bull,  stroke  the  bull  he  could  and 
strode  defiantly  towards  the  beast.  Yiannis 
innocently  carried  on  signing,  pink,  blue, 
clever,  red  etc.  In  bull  language  the  signs 
must  have  meant  something  more  sinister. 
That  or  Fred's  aftershave  smelt  too  much  of 
Matador,  I  don't  know  but  either  way  the  bull 


turned  and  ran  in  the  opposite  direction. 
(Just  like  myself  earlier  really). 

The  second  evening  was  much  the  same 
as  the  first  and  the  students  all  retired  to  bed 
content  as  the  rains  came.  Bobby  found  this 
fascinating  and  could  obviously  pick  up  the 
vibrations  of  the  rain  on  the  tent  which 
resulted  in  him  constantly  rubbing  his  hands 
over  the  tent  walls.  Now  any  good  camper, 
(which  I'm  not)  knows  that  a  tent  with  a 
separate  fly  sheet,  like  mine  especially, 
should  not  be  touched  otherwise  the  con- 
densation runs  down  to  be  gathered  in 
puddles  on  the  plastic  ground  sheet.  Now 
Bobby,  given  what  we  were  putting  him 
through,  wasagood  camper  but  just  wouldn't 
be  told.  He  thoroughly  enjoyed  tracing  his 
fingers  along  the  moist  fabric.  When  he 
discovered  that  he  was  able  to  open  the  tent 
flaps  and  stretch  his  arm  outside  he  freaked. 
Arm  in  on  tent;  vibrations.  Arm  out  in  rain; 
tickling  wet  feeling.  This  was  another  great 
game  with  fun  sensations  and  few  rules.  So 
there  was  Bobby  doing  the  middle  of  the 
night  okey  kokey;  in,  out,  in  out  and  shake 
it  all  about  when  the  heavens  opened.  It 
wasn't  so  much  a  rainstorm  as  a  parting  of 
the  seas  scene  from  Cecil  B  De  Mille's  epic. 
This  new  sensation  wasn't  quite  as  much 
fun  for  Bobby  now.  As  the  water  flowed  into 


It  looked  like  a  scene  from  a 
cheap  'B'  movie  with  the 
hero  pacing  the  'overdose' 
victim  round  the  bedroom. 
'You  can't  go  to  sleep,  you 
mustn't  go  to  sleep,  wake 
up'. 


the  tent  to  soak  into  the  sleeping  bags  and 
quilts,  Bobby  decided  enough  was  enough 
and  wanted  the  game  to  finish.  My  signing 
isn't  up  to  much,  as  the  rest  of  the  staff  at 
Sense  will  confirm.  Sure  I  can  swearfluently 
in  link,  BSL  and  even  Paget  Gorman,  but  to 
explain  that  the  rain  Gods  just  hate  us  and 
I  can't  do  anything  about  it  is  beyond  me. 
Bobby  was  unimpressed  and  made  sure 
that  I  knew  about  it  for  what  little  was  left  of 
my  sleeping  hours. 

By  morning  the  rain  had  calmed  down  to 
a  mere  cloudburst.  Breakfast  was  yet  an- 
other scramble  around  the  inside  of  the 
minibus  putting  egg  and  baked  bean  stains 
on  top  of  the  previous  mornings  fried  mush- 
room and  tomato  stains.  (If  you've  never 
witnessed  Fred  doing  a  fry  up  in  one  hand 
whilst  the  other  supports  a  sagging  tower  of 
suitcases,  you  haven't  lived). 

Morning  toiletting  and  showers  over,  it 
was  decided  to  spend  some  time  in  the 
site's  games  room  until  the  rain  stopped. 
(About  February  I  thought  as  I  looked  up  at 
the  sky).  As  Steven  played  on  the  'grand 
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prix'  video  game  using  his  tunnel  vision 
exceptionally  well,  I  didn't  have  the  heart  to 
tell  him  that  the  idea  of  the  game  wasn't  to 
'wipe  out'  as  many  of  the  cars  and  their 
drivers  as  possible.  He  was  having  such  fun 
clapping  to  himself  when  yet  another  car 
which  dared  to  cut  him  up  was  pushed  off 
the  road  in  a  ball  of  fire.  (Well  you  know  what 
they  say  about  watching  too  much  violence 
on  television?!!!) 

Bobby  had  by  now  decided  that  he  was 
tired  and  fancied  a  kip.  I  wasn't  too  im- 
pressed by  this  idea  as  obviously  I  wanted 
him  to  sleep  at  night . . .  desperately.  I  had  to 
keep  him  awake!  How?  I  couldn't  take  him 
for  a  walk  as  it  was  still  monsoon  season 
outside  and  the  games  room  didn't  have 
much  space  for  a  good  stretch  of  the  legs. 
So  in  between  apples  we  were  pacing  back 
and  forth,  me  tickling  him  and  hand  clapping 
to  no  avail.  His  body  needed  sleep  and  was 
going  to  get  it.  It  looked  like  a  scene  from  a 
cheap  'B'  movie  with  the  hero  pacing  the 
'overdose'  victim  round  the  bedroom.  'You 
can't  go  to  sleep,  you  mustn't  go  to  sleep, 
wake  up'.  This  movie  hero  failed.  Bobby 
slept.  This  of  course  meant  I  wouldn't  be 
able  to.  Still  these  are  the  joys  of  camping  or 
so  Fred  tried  to  convince  me.  Failing,  I  might 
add. 

The  rain  did  not  let  up  all  that  day;  our 
last,  so  it  was  taken  up  by  meals  in  the  bus, 
walks  to  the  games  room  and  the  pub  in  the 
evening.  All  of  these  preceded  the  highlight 
of  the  holiday.  Yet  another  night  under 
canvas! 

Dawn  didn't  so  much  break  as  squelch 
amidst  the  morning  chorus.  Not  the  birds 
you  understand.  Us.  Twittering  the  famous 
end  of  a  camping  holiday  chorus.  'Never 
again'.  'I  ache  all  over'.  'Are  the  pubs  open 
yet?'  On  the  plus  side  it  was  the  best  weather 
we'd  woken  up  to  so  far.  Just  drizzle.  Heav- 
enly bliss  it  was,  only  getting  mildly  wet 
between  the  six  yard  sprint  from  the  tents  to 
the  bus. 

I  think  Yiannis  summed  up  all  of  our  feel- 
ings. With  split  second  timing  he  came  out 
of  his  tent,  stood  up  slowly  and  looked  up  at 
the  black  sky.  Then  bending  down,  he 
reached  into  the  tent  and  in  one  grand 
gesture  pulled  the  quilts  and  sleeping  bags 
out  to  cast  them  in  a  heap  in  the  mud.  He 
then  looked  up  at  us  and  executed  the  most 
ostentatious  and  defiant  'finish'  sign  I've 
ever  seen! 

John  Oliver 


A  Major  New  Centre  for 

Young  People  with 
Challenging  Behaviour 


Last  November,  the  Spastics  Society  an- 
nounced that  it  is  to  establish  a  £5  million 
International  Centre  for  the  treatment  and 
education  of  adolescents  and  young  adults 
with  severe  learning  difficulties  and  chal- 
lenging behaviour. 

The  Spastics  Society's  work  in  this  field 
has  been  pioneered  by  a  good  friend  of 
SENSE,  Mr  Malcolm  Jones,  whose  Beech 
Tree  School  on  the  campus  of  the  Society's 
Meldrett  Manor  School  in  Royston,  Herts, 
took,  until  its  closure,  a  number  of  children 
of  SENSE  members.  The  head  of  Beech 
Tree,  Virginia  Mallett,  is  now  Deputy  Head 
of  the  Department  of  Further  Education  and 
Rehabilitation  at  Sense-in-the-Midlands.  A 
second  school,  Beech  Tree  North,  was 
established  near  Preston  by  the  Spastics 
Society  and  currently  offers  services  to 
children  up  to  the  age  of  14. 

Yorkshire  Television's  'First  Tuesday' 
programme,  made  a  very  interesting  and 


disturbing  documentary  about  the  work  of 
the  Beech  Tree  schools.  This  featured, 
besides  Malcolm  and  the  school's  staff  and 
pupils,  SENSE'S  former  Director  of  Welfare 
and  Information,  Paul  Ennals  who  spoke  of 
the  very  desperate  need  for  services  for 
adolescents  and  young  adults  above  the 
age  of  14  and  who  demonstrated  this  by 
introducing  Dean  Marriott,  the  25-year-old 
rubella  deaf-blind  son  of  Ray  and  Britt 
Marriott  from  Kent.  At  the  time  of  filming, 
Dean  was  not  receiving  the  sort  of  stimulat- 
ing programmes  he  so  evidently  needed 
and  the  resulting  frustration  was  manifested 
in  the  programme  by  scenes  of  frightening 
and  very  powerful  outbursts  by  Dean. 

This  programme  was  seen  by  Mr  Asil 
Nadir,  Founder  and  Chairman  of  the  Polly 
Peck  International  Group  and  it  is  he  who 
has  contributed  £5  million  through  his  Health 
and  Education  Foundation  to  the  develop- 
ment and  start-up  costs  of  the  new  Centre. 


Challenging  Behaviour 

Research  undertaken  by  The  Spastics  Society  has  indicated  that  existing 
services  for  people  with  challenging  behaviour  are  few  and  oversubscribed. 
Asa  result  challenging  behaviour,  which  often  involves  self  injury,  is  typically 
managed  by  containment,  restraint  and  sedation.  In  one  health  authority 
alone,  600  people  with  challenging  behaviour  were  identified,  of  whom  only 
12  were  receiving  any  psychological  intervention.  As  many  as  14,000  such 
cases  could  exist  in  the  UK. 

A  maximum  of  14  young  people  will  use  the  new  service  at  any  one  time, 
and  the  period  of  stay  will  not  exceed  three  years.  The  role  of  the  Centre  will 
be  to  find  an  effective  intervention  and  management  strategy  for  each 
individual  which  can  be  carried  on  once  that  person  returns  to  his  or  her  local 

The  Centre  will  also  provide  a  research  and  training  facility  for  profession- 
als from  throughout  the  United  Kingdom  and  overseas,  and  preliminary  dis- 
cussions with  the  United  Nations  and  European  Community  have  been  very 
positive.  Appropriate  training  packages  will  be  developed  to  enable  overseas 
staff  to  set  up  and  manage  a  similar  centre  in  their  country  of  origin. 

The  Spastics  Society  is  currently  involved  in  negotiations  for  a  site  as  a 
base  for  the  project  and  details  will  be  announced  as  soon  as  possible. 
Subject  to  these  negotiations,  the  new  Centre  will  open  its  doors  by  Septem- 
ber 1992  and  be  fully  operational  by  September  1993. 


Sense  in  Scotland  —  Raising  our  Profile 


Lots  of  events  besides  Royal  visits  and  TV 
appearances  (see  page  3)  have  been  rais- 
ing our  profile  recently.  One  Saturday  eve- 
ning we  were  to  be  found  in  the  Tramway 
Theatre  Glasgowfor  a  benefit  performance. 
It  was  a  multi-cultural  extravaganza  of  music 
and  dance  from  China,  India,  Africa  and 
Scotland.  A  wonderfully  mixed  audience  in- 
cluded students  from  Overbridge  and  it 
wasn't  long  before  everyone  was  joining  in 
on  the  dance  floor! 

The  following  weekend  Santa  flew  into 
our  Dumbarton  Road  shop  and  chatted  with 
the  customers,  giving  out  small  presents  to 
the  children. 

A  steadfast  band  of  volunteers,  organ- 
ised by  Alex  Duguid,  braved  the  weather  to 
take  part  in  a  series  of  street  collections.  We 


had  hoped  to  break  records  the  week  be- 
fore Christmas  being  out  on  the  busiest 
shopping  street  in  town,  but  the  weather 
was  decidedly  against  us.  The  popular 
Scottish  comedian  Andy  Cameron  broad- 
cast a  radio  appeal  which  raised  a  tidy  wee 
sum  for  us. 

To  mark  the  end  of  the  year  and  to  thank 
all  our  volunteers  for  their  hard  work,  we 
celebrated.  Our  holiday  volunteers  got  to- 
gether for  the  first  time  since  the  summer 
and  the  shop  volunteers  enjoyed  a  tradi- 
tional Christmas  lunch.  Julie  Moir  and  Murray 
Farquharson  were  'Children  of  Courage' 
and  entertained  at  a  grand  party  in  Edin- 
burgh Castle.  Fun  and  games  were  had  by 
all! 

Much  of  the  work  at  the  moment  involves 


the  development  of  the  Family  Centre,  we 
are  also  planning  the  Spring  Regional 
Meetings  and  the  Sense  in  Scotland  sum- 
mer holidays.  This  year  we  are  having  four 
week-long  breaks: 

7-  14  July: 

Quarriers,  Bridge  of  Weir 

21  -28  July: 

Barcaple  Centre.  Castle  Douglas 

28  July  -  4  August: 

Atholl  Centre,  Pitlochry 

25  August  - 1  September: 

Barcaple  Centre,  Castle  Douglas 

In  anyone  is  interested  in  helping  out, 
please  contact  the  Sense  in  Scotland  office 
for  details. 
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Here  Comes  Summer  1990 

Here  are  provisional  details  of  our  1990  summer  holiday 
programme  for  deaf-blind  rubella  children  and  adults.  Sense 
holidays  will  suit  children  of  all  ages  and  we  cater  for  all  levels  of 
ability,  physical  disabilities  or  behavioural  problems.  We 
endeavour  to  find  a  suitable  holiday  for  everyone  —  but  as 
spaces  are  limited,  it's  first  come  first  served!  So  don't  delay, 
write  or  phone  today!!  Our  holiday  leaders  are  all  fully 
experienced,  as  are  many  of  the  volunteers  and  we  aim  to 
accommodate  youngsters  from  all  round  the  country.  Several  of 
these  holidays  are  still  to  be  finalised,  so  please  use  this  as  a 
rough  guide.  Here's  what's  on  offer ... 


Younger  Children 


Newcastle 

Dates:  Sat  18  -  Fri  24  August 
A  holiday  for  six  children  aged  6-11 
based  at  Northern  Counties  School  for 
the  Deaf.  This  is  an  outings  holiday 
centrally  located  for  local  trips. 

Leader:  Karen  Tait 

Lake  District 

Dates:  Sat  4  -  Sat  11  August 
Another  outings  holiday  for  six  youngsters 
aged  6-11  bases  at  St  Mark's  Children's 
Holiday  Home  in  Natland,  near  Kendal. 
This  is  another  great  centre  for  day  trips 
to  places  such  as  Blackpool,  the  Lakes, 
Morecombe  Bay,  etc. 

Leader:  to  be  confirmed 

Ashburton,  Devon 

Dates:  Sat  18  -  Sat  25  August 
A  holiday  for  six  children  aged  8-12 
based  at  the  popular  River  Dart  Activity 
Centre.  A  full  range  of  outdoor  activities 
are  on  offer  as  well  as  day  trips  to  the 
moors  and  other  local  attractions. 

Leader:  Peter  Holman 

Pensarn,  North  Wales 

Dates:  Sat  1 1  -  Sat  18  August 

For  six  youngsters  aged  8-12.  This  is  a 

new  venue  for  1990,  offering  a  variety  of 

outward  bound  activities  set  in  Pensarn 

Harbour. 

Leaders:  Colin  Cooper  and  Gerald  Hill 


Older  Children 


Rushton  Hall,  nr  Kettering 

Dates:  Sat  4 -Sat  18  August 
For  1 2  children  aged  10-17  based  at  the 
splendid  Rushton  Hall,  this  is  an  outings 
holiday  which  will  also  make  full  use  of 
excellent  on-site  facilities. 

Leaders:  Chris  and  Karen  Gelder 

Ashburton,  Devon 

Dates:  Sat  11  -  Sat  18  August 

Sat  25  -  Sat  1  September 

Another  two  holidays  on  offer  at  The 

River  Dart  Activity  Centre  for  1 0  -  1 7  year 

olds.  Each  group  will  be  for  six 

youngsters. 

Leader:  to  be  confirmed.  Sue  Pullen 

Exeter 

Dates:  Sat  28  July  -  Tues  7  August 
A  ten-day  holiday  based  at  the  Royal 
School  for  the  Deaf,  Exeter.  Another 
outings  holiday  with  lots  of  good  local 
resources.  This  will  accommodate  eight 
youngsters  aged  10-17. 

Leader:  Adele  Horner 

Heanor,  Derbyshire 

Dates:  Sat  4 -Sat  11  August 
A  holiday  for  six  youngsters  aged  10-17 
based  on  a  beautiful  working  farm  with 
lots  of  opportunity  to  'muck  in'. 

Leader:  Laura  Pease 


Margate 

Dates:  Mon  30  July  -  Mon  6  August 
Sun  12  -  Sun  19  August,  Leader: 
Two  holidays  each  for  five  higher-ability 
youngsters  aged  17  plus  and  based  right 
on  the  sea-front.  Lots  to  visit  in  the  area 
including  a  day-trip  over  to  France. 

Leaders:  Nicola  Lake;  Chris  Reekie 

Market  Deeping,  nr  Peterborough 

Dates:  Sun  12  -  Sun  19  August 

Sun  19 -Sat  25  August 
Two  holidays,  each  for  six  lower-ability 
youngsters.  Based  at  our  Sense  East 
centre,  The  Manor  House,  these  holidays 
will  make  full  use  of  on-site  facilities  as 
well  as  day  trips  to  local  attractions. 

Leaders:  to  be  confirmed 

Edgbaston 

An  additional  venue  for  our  lower-ability 
young  adults,  details  of  which  are  to  be 
finalised.  For  more  information,  contact 
Sense  HQ. 

All  holidays  are  led  by  experienced  profes- 
sionals and  we  offer  a  higher  than  one-to- 
one  ratio  of  helpers  to  holiday  makers. 

If  you'd  like  further  information,  booking 
details  or  just  a  chat  about  individual  holiday 
needs,  please  contact  Carmel  Perry  or  Julia 
Gardner  at  Sense  HQ. 

Remember  -  Sense  in  Scotland  have 
their  own  holiday  programme. 


Financial  Help 


There  are  various  sources  of  money 
available  for  holidays.  These  include: 

1  Under  the  Chronically  Sick  and 
Disabled  Persons  Act  1970,  Section  2  (f), 
local  authority  social  services 
departments  can  provide  financial 
assistance  for  registered  disabled  people 
to  have  a  holiday.  The  amount  of  help 
available  however,  varies  considerably 
between  boroughs. 

2  Other  relevant  charities  may  be 
approached  for  help. 

3  The  Family  Fund  provides  help  with 
holidays  for  severely  disabled  children 
under  16  and  living  at  home.  They  can  be 
contacted  through  The  Joseph  Rowntree 
Memorial  Trust,  PO  Box  50,  York  Y01 
1UY. 

For  further  advice  and  assistance,  please 
don't  hesitate  to  contact  Sense  or  the 
Holiday  Care  Service. 
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Volunteers  Needed 


Fancy  helping  out  on  a  holiday  this  year? 
We're  always  on  the  look-out  for  new, 
enthusiastic  volunteers  for  our  holiday 
activities. 

It's  hard  work  but  in  return,  you're  guar- 
anteed a  lot  of  fun,  plus  the  assurance  that 
your  time  has  been  really  well  spent.  You'll 
also  gain  valuable  experience  and  training 
and  you  never  know  where  this  may  all 
lead!! 

Interested?  Why  not  give  Carmel  or  Julia 
a  ring  at  Sense  HQ. 


Other  Organised  Holidays 


1  Breakthrough  Trust:  Charles  W  Gillet 
Centre,  Selly  Oak  Cottages,  Birmingham 
B29  6LE.  Tel:  021  472  6447 

This  organisation  runs  national  holidays  for 
children  aged  7-14  years  old,  including  a 
summer  holiday  1 1  - 17  August. 

2  Mencap  Holiday  Services,  119  Drake 
Street,  Rochdale  OL16  1PZ.  Tel:  0706 
54111 

Mencap  organises  many  kinds  of  holidays 
in  three  categories. 

'Special  Care'  holidays  for  the  most  se- 
verely disabled  from  six  years  upwards, 
usually  held  in  residential  special  schools. 

'Adventure  Holidays'  -  outdoor  activities  for 
those  more  able,  from  12  years  upwards. 

'Guest  House'  holidays  for  adults  over  18 
years  who  are  reasonably  able  and  who 
enjoy  traditional  seaside  holidays.  A  list  of 
holidays  is  available  from  Sense  HQ:  more 
details  are  available  from  MENCAP. 

3  Mobility  International,  228  Borough 
High  Street,  London  SE1  1JX. 

An  organisation  offering  a  variety  of  holi- 
days for  able  young  adults  with  different 
disabilities.  Included  on  this  year's  pro- 
gramme is  a  trip  to  Iceland  in  June. 


-       1 


4  Break,  20  Hook's  Hill  Road,  Shering- 
ham,  Norfolk  NR26  8NL. 

Break  runs  holidays  all  the  year  round  at 
their  three  centres  in  Norfolk  for  families 
and  provide  short-stay  residential  care  for 
disabled  and  socially  disadvantaged  chil- 
dren. Groups  are  welcome. 


5  Across  Trust,  Crown  House,  Morden, 
Surrey  SM4  5EW.  Tel:  01-540  3897  ext 
127. 

Organises  holidays  across  Europe  in  fully 
equipped 'Jumbulances'fordisabled  people 
of  all  ages. 

6  Winged  Fellowship  Trust,  Angel 
House,  Pentonville  Road,  London  N1  9XD. 
Tel:  01-833  2594. 

Organises  various  holidays  in  this  country 
and  abroad  in  addition  to  its  purpose  built 
centres.  People  must  be  over  1 6  years  old, 
and  must  fall  within  the  Trust's  beneficiary 
group. 

7  Friends  of  the  Young  Deaf,  FYD  Com- 
munication Centre,  East  Court  College  Lane, 
East  Grinstead,  Sussex  RH19  3LT.  Tel: 
(Mrs  Evelyn  Carter)  0342  323444  (voice)/ 
312639  (minicom). 

Friends  of  the  Young  Deaf  Trust  organises 
projects  for  deaf,  partially  hearing  and 
hearing  children,  young  people  and  fami- 
lies. 

8  British  Hard  of  Hearing  Association, 

7/1 1  Armstrong  Road,  London  W3  7JL.  Tel: 
01-743  1110/1353. 

BAHOH  organises  various  activities 
throughout  the  year,  including  this  year  a 
young  people's  Get  Together  in  Portsmouth, 
13-  18  April,  cost  £59. 


9    National  Deaf-Blind  League,  8  Rain 
bow  Court,  Paston  Ridings,  Peterborough 
PE4  6UP.  Tel:  0733  73511 

This  year,  the  League  is  planning  various 
breaks,  including  walking  weekends  in: 
Derbyshire  (April  6  -  9)  and  Wales  (August 
31  -  September  3).  There  is  also  a  self- 
catering  activities  week  at  RNIB  New  Col- 
lege, Worcester  (August  4  -  8)  and  a  week's 


holiday  in  the  Scilly  Isles  (September  18  - 
26).  Organised  trips  to  the  Isle  of  Man, 
Norfolk,  Turkey  and  the  US  are  presently 
fully  booked.  For  further  details  on  cancel- 
lations or  any  of  the  other  holidays,  contact 
the  League. 


10  Middlesex  Association  for  the  Blind, 

83  Cambridge  Street,  Pimlico,  London 
SW1 V  4PS.  Tel:  01-828  8250. 

This  group  operates  several  caravans  in 
East  Sussex  available  June  -  September. 
For  further  details,  contact  Sense  HQ. 

This  is  a  small  sample  of  the  wide  range  of 
holidays  that  are  available  this  year.  If  you 
would  like  more  information  contact: 

The  Holiday  Care  Service 

2  Old  Bank  Chambers 

Station  Road 

Horley 

Surrey  RH6  9HW 

Tel:  0923  774  535 

This  is  an  information  service  which  pro- 
vides details  on  holidays  for  people  with 
special  needs.  They  do  not  make  bookings. 
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Helping  Families  Communicate 

This  article  is  based  on  a  talk  given  by  Graham  Evans  at  Warwick  '89  Conference  on  multi-sensory 

impairment.  Graham  is  Head  of  Deaf-Blind  Education  at  Pathways  which  is  part  of  the  RNIB's 

Condover  Hall  School.  There  are  28  pupils  in  the  unit  who  come  from  all  over  the  country. 


At  Pathways,  we  regard  the  communication 
development  of  our  children  as  a  prime 
need.  It  is  emphasised  in  all  areas  of  the 
curriculum.  The  linguistic  opportunities 
presented  by  the  activities  of  the  child, 
whether  in  school  or  in  a  social  setting  are 
exploited  if  possible.  However,  children  who 
are  deaf-blind  have  different  levels  of  com- 
municative ability  and  of  other  basic  skills. 
So  each  approach  is  individualised. 

We  regard  communication  with  the  family 
not  only  an  aim  but  a  motivator  in  language 
development.  We  all  need  reasons  to 
communicate,  someone  to  talk  to.  some- 
thing to  talk  about.  The  family  is  a  rich  fund 
of  information,  activity,  motivation  and 
encouragement  when  it  comes  to  language 
development  with  a  child  who  is  deaf-blind. 

When  I  talk  about  helping  families  to 
communicate  with  their  child  who  is  deaf- 
blind.  I  am  saying  we  help  one  another  to 
achieve  a  common  goal.  Both  home  and 
school  are  involved  in  the  same  process. 
We  cannot  successfully  progress  without 
cooperation,  mutual  support  and  advice. 
Many  families  will  have  stories  to  tell  about 
difficulties  in  obtaining  information,  or  get- 
ting someone  at  school  to  listen.  So.  efforts 
must  be  made  by  schools  and  parents  for 
cooperation  and  mutual  support. 

It  is  often  information  supplied  by  par- 
ents which  teachers  are  able  to  build  on  and 
which  gets  communication  going.  It  may  be 
only  a  suggested  favourite  food,  or  toy.  or 
news  of  a  holiday  visit  to  the  beach  but  it 
could  stimulate  interest  in  the  child  and  lead 
to  rapid  progress.  Similarly,  if  there  has 
been  progress  in  an  area  at  school,  it  is 
unlikely  to  continue  at  home  if  the  family  are 
unaware  of  it.  The  Partnership  with  Par- 
ents' is  one  which  we  strive  to  achieve.  It 
has  been  stimulated  by  the  success,  over 
the  past  four  years,  of  our  Parents  Week- 
end Programme'  which  as  a  result  of  family 
suggestion  will  henceforth  be  called  Family 
Weekend'  to  include  every  member  of  the 
family,  who  all  have  an  important  role. 

Is  contact  with  the  family 
going  to  matter  to  the  child 
who  is  deaf-blind? 


After  al 


s  :~s  : 


needs.  He  is  fed.  clothed,  bathed,  exer- 
cised, entertained  and  educated.  The  school 
is  surely  the  only  world  he  knows.  Why 
complicate  his  life  and  make  it  more  diffi- 
cult? This  is,  of  course,  untrue.  Of  pupils  at 
Pathways,  there  is  not  one  who  is  not  over- 
joyed at  meeting  his  or  her  family  when  they 
visit  or  who  does  not  become  excited  about 
school  holidays.  There  surely,  you  say,  that 
is  a  condemnation  of  residential  school 
places.  Not  at  all.  Surely  it  is  better  to  work 
together  so  that  eventually  the  young  per- 
son who  is  deaf-blind  can  take  his  rightful 
place  in  the  family  when  he  is  in  possession 
of  the  skills  to  do  so.  Eventually  that  child, 
equipped  with  the  skills  that  we  can  give 
him.  will  take  his  place  in  the  family  again. 

So  what  kind  of  practical 
suggestions  for  encouraging 
and  maintaining  communica- 
tion with  a  family  who  are  at 
a  distance  can  we  make? 

Frequent  visits  by  parents  and  family 
members  are  helpful,  as  families  are  wel- 
come at  any  time,  this  is  possible  but  not 
always  practical.  Other  family  considera- 
tions could  be  involved  like  the  welfare  of 
brothers  and  sisters.  They  have  their  needs. 
Also  the  child  who  is  deaf-blind  may  be- 
come frustrated  at  having  his  routine'  upset 
in  the  early  stages.  Our  younger  children  do 
maintain  more  frequent  contact  with  home. 
Weekly,  fortnightly  and  monthly  visits  home 
or  to  school  by  parents  are  part  of  the  scene. 
We  are  fortunate  in  having  room  to  accom- 
modate families  for  stays. 

A  home  school  book*  is  popular  in  most 
schools,  particularly  if  the  child  is  a  weekly 
boarder  or  a  day  pupil.  Close  contact  be- 
tween staff  and  parents  can  be  maintained. 
Sending  one  only  at  the  end  of  term  means 
it  takes  the  form  of  a  diary  and  lacks  imme- 
diacy. But  they  are  still  of  great  help.  Often, 
a  home  school  book  will  reveal  an  example 
of  a  behaviour,  or  reaction  to  a  situation 
which  has  been  overlooked  elsewhere.  So. 

"This  is  a  record  and  account  of  the  child's  life 
and  activities  in  school  and  at  home  which  is 
exchanged  between  school  and  parents. 


it  is  worth  the  time  and  effort  to  compile  such 
a  book. 

When  away  from  the  family  home  con- 
tact can  still  be  maintained,  a  weekly  letter 
will  do  this.  As  well  as  providing  topics  for 
discussion  and  reading  practice,  it  can  also 
show  the  child  he  belongs  to  that  family 
though  they  are  not  there  at  all  times.  A  child 
may  become  homesick.  This  usually  means 
he  will  communicate  all  the  more.  He  wants 


Birthday  cards  and  parcels  from  home 
can  be  explained  and  stimulate 
communication 

to  talk  about  Mum  and  Dad  or  the  place 
where  they  live.  Suddenly  you  have  a  geog- 
raphy lesson  going!  The  topic  Home'  is 
providing  lots  of  language. 

Don't  forget  that  a  letter  home  does  not 
appear  out  of  thin  air.  It  must  be  written, 
however  able  the  child  is.  It  must  be  posted 
—  so  mobility  gets  tested  on  the  way  to  the 
Post  Office.  What  happens  after  it  is  posted? 
Does  the  child  who  is  deaf-blind  realise 
where  that  piece  of  paper  is  going?  Does  he 
know  it  gets  to  his  home?  Keep  letters  at 
home  to  show  him.  Arrange  for  one  similar 
to  be  sent  to  him  during  holidays  so  he  can 
witness  delivery.  Parcels  and  postcards  are 
also  stimulating  reminders  of  home  and 
motivators  for  language.  A  postcard  collec- 
tion can  be  reviewed  frequently  as  can  a 
photograph  album.  Many  children  who  are 
deaf-blind  see  sufficiently  well  for  this. 


Learning  the  skills  required  to  take  part  in  family  life 
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Some  children  will  have  sufficient  hear- 
ing to  listen  to  a  weekly  taped  message  from 
home.  Mum  and  Dad  send  details  of  what's 
been  happening  at  home  during  the  previ- 
ous week.  Some  quite  sophisticated  infor- 
mation is  communicated  in  this  way.  E.g. 
'The  car  has  been  in  to  the  garage  for  a  new 
tyre.  Your  eldest  sister  is  expecting  a  new 
baby  in  July.'  Wise  parents,  preparing  the 
young  person  who  is  deaf-blind  for  a  new 
arrival  in  the  family  by  next  holiday  and, 
enlisting  the  help  of  school  staff  in  explain- 
ing the  situation  at  the  same  time.  With 
effective  aided  listening,  this  option  is  avail- 
able to  many  children  who  are  deaf-blind. 

Often  families  make  regular  contact  by 
telephone.  A  houseparent  may  chat  with 
the  mother  of  one  of  the  children.  Informal 
opportunities  for  the  exchange  of  informa- 
tion are  invaluable.  News  can  be  passed  on 
to  the  child,  who  may  sit  next  to  the  phone 
and  receive  the  message  at  first  hand.  It 
also  reinforces  his  awareness  thatthefamily 
is  still  there.  Later,  it  makes  the  understand- 
ing of  systems  like  Hasicom  (Hearing  and 
Sight  Impaired  Communication)  easier,  i.  e. 
that  people  at  a  distance  from  one  another 
can  hold  a  conversation. 

The  school  can  also  help  in  this  ex- 
change by  producing  a  Newsletter.  Our 
Pathways  Newsletter  is  produced  each  term, 
by  children  and  staff  and  contains  news  of 
school  events  and  information  for  parents. 
(Like  when  school  starts  again!)  Newspa- 
pers and  magazines  can  provide  interest  for 
some  young  people  who  have  limited  sight. 
Teachers  and  parents  might  try  to  spot 
pictures  or  words  in  headlines  they  will  be 
interested  in.  This  can  stimulate  a  discus- 
sion. Many  families  possess  video  record- 
ers. We  are  able  to  send  video  film  of 


children  working  in  school,  or  staff  working 
with  children  on  particular  activities  to  par- 
ents so  that  they  can  observe  methods  or 
progress.  Many  children  like  to  take  videos 
of  themselves  at  school,  to  remind  them- 
selves of  school  and  as  a  talking  point  when 
they  are  at  home. 

The  high  spot  of  our  school 
year  is  in  the  Autumn  when 
we  hold  our  Family  Week- 
end. 

Families  come  to  stay  at  the  school  and  are 
involved  in  several  important  activities; 
meeting  and  relaxing  informally,  with  their 
children  and  staff;  discussing  aims  and  fu- 
ture plans,  sharing  experiences.  Many 
parents  saw  this  as  the  most  important  part 
of  our  weekends.  It  is  an  opportunity  to  learn 
formal  communication 
skills  which  parents  en- 
joy doing.  At  Pathways, 
we  try  to  adopt  a  Total 
Communication  policy, 
starting  from  where  the 
child  is  and  extending  and 
expanding  that.  We  use 
fingerspelling  and  Paget- 
Gorman  Signed  Speech, 
as  well  as  any  gestures 
or  signs  the  individual 
child  already  possesses. 
This  year,  parents 
have  requested  more 
Paget  tutorial  groups.  In 
response  to  a  question, 
'Do  you  feel  happy  about 
using  Paget  at  home?',  . 

many  people  said  they  signing 


were  reluctant  to  try  introducing  new  words. 
It  seemed  they  lacked  confidence.  Lack  of 
opportunity  for  practice  is  probably  the  main 
reason.  Interestingly,  most  are  keen  to  learn 
Paget  signs  which  may  be  useful  in  domes- 
tic situations.  This  points  to  a  possible  area 
of  cooperation  in  choosing  a  basic  sign  vo- 
cabulary for  each  child,  i.e.  learning  signs 
which  are  of  practical  value  in  several  set- 
tings. Others  wanted  more  fingerspelling 
practice  but  wanted  to  know  how  this  would 
help  their  child  who  perhaps  had  no  sight  or 
hearing  and  a  limited  experience  of  lan- 
guage. I  believe  that  fingerspelling  can  not 
be  started  too  early.  It  is  important  to  sign 
'Hands  on'  with  those  children  too. 

If  parents  can  learn,  and  be  encouraged 
and  assisted  by  the  school,  to  sign,  finger- 
spell  and  otherwise  COMMUNICATE  with 
their  child  then  our  main  mutual  aim  will  be 
achieved. 


and  fingerspelling  convey  needs 


New  Classrooms  at  Pathways 


In  March  1989  we  took  pos- 
session of  our  new  class- 
rooms, which  replaced  an  old 
timber  structure  by  a  spa- 
cious, brick,  single  storey 
building.  Its  design  blends 
well  with  ourclassroom  build- 
ings and  with  Shields  House 
and  The  Cottage  residences. 
No  'monstrous  carbuncle'  for 
us  at  Pathways.  Rather,  the 
result  is  a  campus  which  is 
pleasing  to  the  eye  and  prac- 
tical in  its  purpose. 

For  the  first  time  in  our 
history  we  have  brought  to- 
gether a  homogenous  'unit'. 
In  the  past  we  had  been  a 
collection  of  scattered  groups 
spread  around  the  site,  a  unit 
in  name  only.  Now,  with  the 
five  extra  classrooms,  a  spacious  and  well 
equipped  art  and  craft  room  and  office,  we 
can  truly  be  said  to  exist  as  the  Pathways 
Deaf/Blind  Unit. 

We  now  have  nine  classrooms,  a  large 
hall,  our  art  room,  playrooms,  an  audiology 
facility,  our  own  kitchen  and  an  enclosed 
play  area  with  sandpit,  paddling  pool,  play 
horse  and  swings. 

A  building  is  only  a  building,  and  we're 
very  happy  to  have  it.  It  would  be  easy  to 
'pull  up  the  drawbridge  and  rest  on  our 
laurels'.  The  new  buildings  seem  to  have 
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acted  as  a  catalyst  for  innovation.  We  are 
now  using  some  of  the  extra  capacity  for  a 
group  of  multi-handicapped  blind  children 
from  the  main  school.  We  regard  the  new 
facilities  as  something  to  be  shared  for  the 
benefit  of  all  the  children  at  Condover.  Mr 
Reed's  group  soon  settled  in  and  have 
become  part  of  our  family.  The  art  and  craft 
facilities  have  been  used  by  groups  from 
right  around  the  school.  Rob  Gibbons,  Art 
Tutor,  finds  himself  in  demand  from  all  quar- 
ters. 

The  results  of  all  this  collaboration  can 


be  seen  all  around  the  school 
and  a  spin-off  is  that  our  deaf- 
blind  pupils  have  increased 
access  to  staff,  facilities  and 
experiences  at  the  Hall.  Shar- 
ing has  not  stopped  there,  the 
Shropshire  Service  for  Visu- 
ally Handicapped  Children  has 
used  the  new  classrooms  for  a 
Parents'  Evening  when  they 
met  to  exchange  ideas,  learn 
about  visual  handicap  and 
relax  over  a  coffee.  As  a  result 
we  may  set  up  a  playgroup  for 
the  county.  Our  Family  Week- 
end at  Autumn  half  term  used 
the  building  for  presentations 
and  discussions. 

As  I  write,  the  entrance  hall 
and  corridors  and  classrooms 
are  being  transformed  into 
'railway  scenes'.  Our  topic  is  'Railways'. 
Spencer,  Alex  and  Richard  have  built  a  train 
in  the  classroom.  The  'engine'  is  my  desk, 
so  I  suppose  I'm  the  engine  driver.  Alex 
works  in  First  Class,  Richard  in  the  Buffet, 
and  Spencer  is  the  Guard.  To  experience 
the  atmosphere  here  really  requires  a  visit. 
Don't  all  come  at  once  —  we  have  work  to 
do  but  our  telephone  number  is  0743 
874509.  Perhaps  a  mutually  convenient 
time  can  be  arranged. 

We  look  forward  to  hearing  from  you. 
Graham  Evans 
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Dance,  dance,  whoever  you  may  be! 

Cathy  Middleton  is  a  free-lance  dance  teacher  in  Yorkshire.  She  teaches  dance  to  visually  impaired  students  from 

16  years  onwards  at  Henshaw's.  She  is  co-founder  with  Shelley  Sorkin  of  the  Labyrinths  Special  Dance  Company 

which  evolved  out  of  dance  work  with  deaf-blind  students  at  Henshaw's. 


I  see  dance  as  not  only  having  a  therapeutic 
effect,  but  also  as  a  means  of  educating  the 
whole  person.  It  fulfills  a  physical  and  spiri- 
tual need  as  well  as  forming  part  of  a  young 
person's  art  education.  Through  creating, 
performing  and  appreciating  dance,  the 
student  with  sensory  impairments  enjoys 
an  art  education  which  in  turn  helps  to 
develop,  as  far  as  possible,  aesthetic  aware- 
ness on  a  par  with  his  able-bodied  peers. 

Why  Dance? 

Dance  and  movement  education  forms  a 
vital  part  of  the  education  and  development 
of  all  children  but  for  those  with  special 
needs  it  is  even  more  valuable.  Some  people 
believe  that  there  is  a  correlation  between 
physical  ability  and  academic  potential;  as 
well  as  between  impaired  motor  develop- 
ment and  linguistic  failure. 

It  has  been  shown  that  intensive  move- 
ment programming  for  low-achieving  chil- 
dren with  poor  motor  ability  can  improve 
their  balance,  spatial  awareness  and  co- 


ordination, as  well  as  having  a  positive 
effect  on  their  academic  achievements. 

Through  dance,  fundamental  personal 
experiences  may  be  explored  and  ex- 
pressed, whether  one  is  a  professional 
dancer  or  a  student  with  physical  or  mental 
handicaps. 

Dance  is  a  great  leveller;  it  reaches 
across  the  boundaries  of  race,  gender  and 
age  and  becomes  a  means  of  communicat- 
ing directly  with  others. 

Although  dance  is  valuable  to  all  regard- 
less of  ability  or  status,  research  shows  that 
dance  is  particularly  relevant  for  those  with 
sensory  impairments. 

Dance  for  blind  people 

A  blind  child's  perceptual  development  can 
be  impoverished  due  to  his  reliance  on 
touch,  smell  and  sound  alone  to  piece  to- 
gether information. 

The  quality  of  the  child's  movement  experi- 
ences can  be  greatly  impoverished  -  lead- 


ing to  poor  body  image,  spatial  awareness, 
co-ordination  and  balance.  An  over-protec- 
tive environment  can  greatly  reduce  the 
amount  of  physical  activity  the  growing  child 
has,  especially  in  developing  confidence  in 
moving  in  space.  In  order  to  achieve  his  full 
potential,  the  blind  child  should  have  a 
regular  movement  programme. 

It  has  been  found  in  the  USA,  that  both 
creative  dance  programmes  and  regular 
dance  instruction  have  led  to  positive  im- 
provements in  the  motor  skills  of  blind  pupils, 
observable  improvements  were  also  re- 
corded in  their  posture,  balance,  self-con- 
cept and  spatial  awareness. 

Hearing  impairment  and  dance 

In  a  recent  review  of  the  abilities  of  deaf 
children  many  cases  were  found  of  motor 
development  being  affected  by  congenital 
deafness.  A  chief  concern  is  balance,  which 
in  turn  affects  posture  control.  Movement 
speed  and  co-ordination  and  both  static 
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and  dynamic  balance  were  found  to  be 
adversely  affected  by  deafness.  Studies 
also  show  a  correlation  between  deafness 
and  lower  fitness  levels  compared  to  hear- 
ing children,  this  could  be  related  to  the 
smaller  amount  of  strenuous  activity  a  deaf 
child  may  experience  as  he  grows  up. 

The  most  important  aspect  of  a  deaf 
child's  development  must  be  related  to  his 
isolation  through  denial  of  the  normal  com- 
munication channels.  This  is  where  crea- 
tive dance  can  have  a  positive  role  to  play. 
The  creative  aspect  of  dance  was  found  to 
have  beneficial  effects  on  the  creative  think- 
ing ability  of  deaf  children.  This  is  a  key 
point.  Due  to  the  lack  of  easy  communica- 
tion with  others  through  ordinary  speech, 
the  deaf  child  may  not  often  have  the  expe- 
rience of  expressing  ideas  and  feelings  or  of 
developing  them  into  a  tangible  form,  that 
is,  the  dance. 

Deaf-blindness 

From  the  experience  I  have  had  working 
with  both  deaf-blind  students  at  Henshaw's 
and  other  multiply-handicapped  children  in 
special  schools,  I  find  that  dance  has  a 
useful  role  to  play  in  the  students'  overall 
development. 

Firstly,  and  most  importantly,  the  stu- 
dents are  given  an  opportunity  to  communi- 
cate with  others  through  bodily  movement, 


however  limited  that  movement  might  be. 
Dance  not  only  encourages  physical  activ- 
ity through  rhythmic  and  role  taking  activi- 
ties, but  also  music  and  self-made  sounds 
can  be  used  to  stimulate  activity  where 
there  is  little  and  to  promote  greater  and 
more  varied  movement  where  the  student  is 
already  mobile.  Working  with  each  student 
individually,  one  is  able  to  extend  and 
heighten  movement  patterns  and  reinforce 
the  students'  powers  of  expression. 

Without  sight  and  hearing,  or  with  limited 
use  of  them,  the  deaf-blind  student  is  un- 
able to  compensate  for  sensory  loss  except 
through  touch.  Making  body  contact,  there- 
fore, is  an  essential  element  of  dance. 
Through  the  use  of  giving  and  taking  weight 
and  'question  and  answer'  movement  se- 
quences, one  builds  up  a  level  of  trust 
through  non-verbal  communication  that 
allows  the  student  to  eventually  'speak'  for 
himself  through  his  own  creative  move- 
ment. 

Through  techniques  such  as  contact 
improvisation  and  'mirroring',  the  student 
learns  about  gravity  and  how  to  use  his  own 
and  others  weight,  he  manipulates  others 
causing  them  to  move  and  to  be  moved  in 
return.  He  can  develop  a  dialogue  with  a 
partner  or  with  a  larger  group,  creating 
situations  where  each  dancer  depends  on 
the  others  to  provide  an  impetus  or  a  re- 
straint. This  mutuality  seems  to  reinforce 


the  student's  self-concept  and  self-worth. 
He  becomes  a  valuable  part  of  something 
outside  himself  that  has  form,  meaning  and 
energy.  Eventually,  through  building  up  a 
store  of  movement  memories,  deaf-blind 
students,  like  their  able-bodied  peers,  are 
able  to  dance  as  individuals  and  communi- 
cate their  own  selves  to  others., 

Reinforcing  the  students'  sense  of  self 
through  giving  him  the  opportunity  to  make 
choices;  such  as  when  to  lead  or  to  follow, 
when  to  come  together  or  to  part,  whether  to 
move  fast  or  slowly  is  a  valuable  aspect  of 
his  dance  session.  There  is  no  pressure  on 
him  to  succeed  in  a  task.  The  impulse 
comes  from  him,  to  allow  movement  to  flow. 
When  the  student  initiates  a  dialogue  through 
movement  he  is  exercising  his  freedom  to 
choose  and  to  be  expressive.  He  is  also 
interacting  as  an  equal  through  the  medium 
of  dance. 

Conclusion 

Although  many  deaf-blind  students  have 
handicaps  in  addition  to  their  sensory  dep- 
rivations, this  is  no  reason  to  exclude  them 
from  dance  and  movement.  Dance  is  for 
everybody  at  whatever  level  of  ability. 
Sometimes  the  smallest  steps  forward  have 
the  greatest  effect  because  they  are  the 
hardest  to  achieve. 
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Cochlear  Implants 

Cochlear  Implants  (sometimes  called  bionic  ears)  are  suddenly  news.  Should 

they  be  given  to  young  children?  Now  the  Government  is  to  make  money 

available  to  the  NHS  to  expand  the  number  of  implants.  Here  Peter  Bennett 

explains  about  this  special  type  of  hearing  aid. 


On  4  January  1990  the  Government  an- 
nounced that  they  will  make  available  £1 
million  a  year  for  the  next  three  years  for  the 
development  of  a  cochlear  implant  pro- 
gramme. 

Up  until  now  about  400  children  and 
4.000  adults  world  wide  have  received 
implants.  In  this  country  the  figures  are  two 
children  and  some  60  adults  so  far,  all  paid 
for  by  private  money. 

What  is  a  cochlear  implant? 

What  is  a  cochlea  anyway?  It  is  a  small, 
snail-shaped  organ  in  the  depths  of  the 
inner  ear,  the  ultimate  organ  of  hearing 
where  sound  vibrations  are  turned  into  elec- 
trical impulses  and  fed  into  the  auditory 
nerve  (the  nerve  of  hearing).  In  most  cases 
of  'nerve  deafness'  (sensorineural  deaf- 
ness) it  happens  that  the  nerve  is  intact  but 
the  cochlea  is  notfunctioning.  If  the  nerve  is 
stimulated  by  suitable  electrical  signals  then 
sensations  of  hearing  will  be  passed  to  the 
brain,  this  is  what  the  implant  does. 

Who  can  benefit  from  an 
implant? 

In  this  country  implants  are  being  done  at 
four  or  five  centres.  There  are  different  rules 
for  choosing  suitable  recipients  set  by  each 
project,  because  there  are  several  kinds  of 
implant  and  ways  of  installing  them. 

The  first  essential  is  that  the  auditory 
nerve  is  still  in  working  order.  This  will  be 
tested  before  any  decision  is  made  to  pro- 
ceed. People  who  are  most  likely  to  benefit 
are  those  who  had  normal 
hearing  but  lost  it  after 
developing  speech,  be- 
cause they  will  have  a 
memory  of  sound.  Implants 
are  not  available  to  people 
who  can  still  benefit  by  any 
normal  hearing  aid,  or 
people  whose  health  is  not 
good  enough  to  stand  an 
operation  under  general 
anaesthetic. 


into  the  auditory  nerve  to  give  the  hearing 
sensation. 

Single  or  multi-channel?  A  variation  of 
the  basic  type  described  above  is  the  multi- 
channel system  where  the  signal  is  split  into 


An  article  in  the  Sunday  Time${1 2  N o  vem- 
ber  1989)  claimed  that  opposition  from 
the  National  Deaf  Children's  Society  was 
delaying  a  pian  by  the  Government  to 
provide  public  money  to  start  an  NHS 
Cochlear  Implant  programme. 

Harry  Cayton  Director  of  the  NDCS 
replied,  stating  that  the  position  of  the 
NDCS  had  been  wrongly  reported.  They 
were,  along  with  the  RNID ,  in  favour  of  a 
National  Health  Service  funded  cochlear 
implant  programme.  However  'The  situ- 
ation regarding  children  has  presented 
ethical  problems,  with  a  conflict  between 
the  wish  to  protect  the  rights  of  the  child, 
and  the  realisation,  that  if  hearing  and 
speech  are  to  be  restored,  Implantation 
should  be  earned  outearly,  while  the  child 
still  has  the  facility  to  acquire  these  skills . ' 

When  do  parents  have  the  right,  or 
duty,  to  act  on  behalf  of  children  too  young 
to  eome  to  an  informed  decision?  it  is  an 
old  dilemma. 


may  not  produce  better  results  than  the 
simpler  device  and  because  of  the  surgery 
involved  in  entering  the  cochlea  can  cause 
damage  to  it  with  loss  of  any  residual  hear- 
ing. Whilst  less  sound  information  may  be 
transmitted  by  the  single  channel  device 
they  are  usually  more  reliable. 

Using  the  implant 

Getting  full  benefit  from  an  implant  is  far 
from  instantaneous,  first  there  is  a  waiting 
period  of  a  month  or  so  until  the  ear  heals 
from  the  surgery.  The  external  parts  are 
then  fitted  and  switched  on.  This  is  followed 
by  a  'tuning'  process  when  the  sound  proc- 
essor is  adjusted  to  give  suitable  sound  at  a 
range  of  frequencies.  The  usergoes  through 
a  period  of  training  to  get  the  best  use  from 
his  device,  further  periods  of  training  and 
testing  take  place  at  intervals  for  the  next 
year. 

What  results  do  the  users  report.  Here 
are  some  observations: 

It  transformed  my  life.  At  first  it  was  mad- 
dening. I  was  bombarded  by  sound  I  couldn  't 
account  for ... 

I  never  knew  a  kettle  roars  when  it  comes  to 
the  boil! 


Speech  sounds  like 
robot 


a  tinny  distorted 


a  number  of  channels  which  are  fed  to  a 
number  of  electrodes  (up  to  twenty  two)  in 
the  cochlea.  The  results  cannot  be  guaran- 
teed but  if  all  goes  well  the  quality  of  sound 


. . .  someone  talking  in  a  microphone  a  long 
way  away  but  I  can 't  make  out  what  they  are 
saying. 

Lipreading  without  sound  is  like  black  and 
white  TV,  with  sound  it's  like  having  colour 


The  equipment 


Although  designs  may 
vary,  the  essentials  are  a 
microphone  which  feeds 
through  a  sound  proces- 
sor to  a  transmitter  worn 
on  the  skin  near  the  ear. 
The  small  disc-shaped 
transmitter  is  coupled  by 
an  electrical  signal  to  a 
similarly  shaped  receiver 
buried  just  under  the  skin. 
A  wire  electrode  links  the 
receiver  to  the  cochlea 
where  it  is  either  surgically 
inserted  or  rests  on  the  surface  of  the  'round 
window'.  A  tiny  electrical  current,  originally 
generated  by  sound  waves  falling  on  the 
microphone,  passes  through  the  cochlea 


transmitter  coil 


auditory  nerve 


Microphone 
sound 


A  single  channel  cochlear  implant 


Soundbamer 


heard  may  allow  the  user  to  understand 
speech  without  lipreading.  The  multi  chan- 
nel system  is  expensive  (well  over  £1 0,000) 
as  against  the  £700  of  the  single  channel,  it 


Everything  has  more  life 
...  I  hear  children's 
voices,  the  bustle  of  the 
market,  it's  lovely. 

Some  implant  users 
can  now  enjoy  music 
again. 

How  do  you  get 
an  implant? 


First  of  all  remember  the 
few  implants  that  have 
been  done  so  far  in  this 
country  and  it  is  esti- 
mated that  more  than 
5,000  people  could 
probably  benefit.  No 
doubt  the  implant  pro- 
gramme will  grow  as 
NHS  resources  are  put 
behind  it.  If  you  think  you 
qualify  and  could  benefit 
byanimplantyou  should 
ask  your  GP  to  refer  you 
to  one  of  the  centres 
doing  implants. 
The  director  of  one  implant  programme 
has  said  that  it  is  not  a  miracle  cure  'The 
operation  does  NOT  restore  normal  hear- 
ing, but  it  can  help  with  lipreading  and 
increase  awareness  of  sounds  around  you.' 
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Communing  with  the 
Fishes 


Penny  Rudge  has  Usher  Syndrome.  She 
is  studying  English  at  Cambridge  Uni- 
versity. Below  is  a  brief  look  at  an  earlier 
brush  with  the  nautical  life. 

Teetering  on  a  wire  cable  forty  foot  above 
the  black  water,  I  tightened  my  already  vice- 
like grip  and  wondered  why  I  wasn't  at  home 
in  bed.  I  was  standing  on  the  upper  yardarm 
of  the  Sir  Winston  Churchill  schooner 
somewhere  in  the  North  Sea  between 
Sunderland  and  Amsterdam  on  a  Sail  Train- 
ing Association  Voyage. 

Even  the  bo'sun  looked  small  from  this 
height.  Six  foot  plus  with  a  bristling  black 
beard  and  a  nice  line  in  insults  George  was 
a  formidable  sight.  He  didn't  worry  about 
learning  the  trainees'  names  —  we  were 
either  'darling'  or  'you  daft  cow'. 

The  voyage  began  at  Sunderland  on  18 
September  and  soon  two  thirds  of  the  crew 
were  hanging  over  the  side  'communing 
with  the  fishes'.  Some  recovered  quickly, 
others  didn't.  I  have  a  vivid  memory  of  the 
second  day  at  sea  when  I  was  working  in  the 
kitchen  by  the  fuming  diesel  cooker,  paus- 
ing between  piles  of  greasy  washing  up  only 
to  rush  out  and  throw  up  over  the  side. 
'Clunk  clik  every  trip'  said  the  first  mate  as 
he  passed  by,  I  managed  a  sickly  smile 
before  fastening  my  safety  harness  around 
the  rail. 

One  night  we  came  shivering  off  the 
'graveyard'  watch  —  midnight  to  four  am 
has  to  be  the  coldest,  darkest  time  and  it 
was  raining.  I  was  first  to  be  undressed  and 
in  bed,  and  then  came  the  call  'Fore  watch 
back  on  deck'.  Oil  skins  on  over  pyjamas 
and  minutes  later  we  were  stowing  the  fore 
gaff  —  a  nautical  term  for  some  very  hard 
work. 

Sailing  at  night  was  different  to  the  day. 
During  the  day  there  were  at  least  twenty 
people  up  on  deck  setting  sails,  hauling  on 
ropes,  or  just  looking  out  at  the  horizon.  At 
night  there  was  only  the  watch:  the  helms- 
man, lookouts,  logkeepers  and  messenger 
up  on  the  dark  bridge.  Sometimes  we  would 
pass  an  oil  rig  lit  up  like  a  holiday  pier  or  see 
a  lighthouse  flashing  in  the  distance.  Per- 
haps the  best  time  was  four  to  eight  am 
when  the  thin  sunrise  pushed  back  the 
darkness  and  glinted  on  the  green  water. 

The  girls  on  board  were  Liverpudlians, 
Cockneys  and  Scots  —  every  part  of  Britain 
was  represented.  Sixth-formers,  bank  clerks, 
university  students  were  all  there,  by  the 
end  of  the  voyage  we'd  coalesced  into  a 
team.  Each  person  performed  their  vital 
minor  part  in  a  smooth  rhythm  as  though 
we'd  been  working  together  for  years'. 


Congratulations  Stella 

Stella  Mquadi  was  featured  in  an  article  in 
The  Observer  when  she  joined  the  top  two 
per  cent  of  the  country  with  an  IQ  over  1 48. 
Stella  who  has  Usher  Syndrome  is  studying 
at  the  Anglia  Higher  Education  College  in 
Chelmsford  for  an  HND  in  computer  stud- 
ies. 


Visit  to  East  Germany 

Last  year,  Friedrich  Pape,  the  director  of 
Oberlinhaus,  invited  Tony  Best,  Barry  Jones 
and  myself  to  Potsdam.  October  1 989  was 
an  exciting  time  to  be  travelling  to  East 
Germany  with  the  whole  country  in  a  state 
of  flux  as  more  and  more  East  Germans 
were  uprooting  themselves  and  moving  into 
West  Germany. 

Crossing  the  checkpoint  in  Berlin  at  Frie- 
derich  Strasse  rail  station  would  have  been 
daunting  as  hundreds  of  people,  many  of 
whom  were  Poles,  were  waiting  to  cross 
backwards  and  forwards  between  East  and 
West  Berlin.  However,  our  path  was 
smoothed  by  Sister  Johanna,  a  kindly, 
smiling  deaconess  from  the  Lutheran  Centre 
at  Oberlinhaus,  who  guided  us  over. 


The  purpose  of  our  visit  was  to  contrib- 
ute to  a  seminar  on  the  education  of  children 
with  combined  sensory  impairment  organ- 
ised by  Friedrich  Pape  and  to  visit  the 
facilities  at  Oberlinhaus. 

Oberlinhaus  houses  the  largest  East 
German  centre  for  education  of  deaf-blind 
children.  It  also  runs  an  orthopaedic  hospi- 
tal, a  rehabilitation  unit  and  is  a  permanent 
home  for  physically  disabled  adults. 

During  our  visit  to  the  school  for  deaf- 
blind  children  we  met  Barbara  Steinmuller 
and  her  1 4-year-old  pupil,  Thomas  Gilbricht. 
Thomas  is  totally  blind  and  severely  deaf 
from  birth  but  alert  and  excited  by  new 
experiences.  His  teacher,  Barbara,  has  to 
devote  much  of  her  time  on  a  one  to  one 
basis  to  make  sure  that  his  mind  is  stimu- 
lated fully. 

When  talking  to  the  teachers  at  Oberlin- 
haus it  was  humbling  to  learn  that  many  had 
been  unable  to  pursue  a  course  of  teacher 
training  or  any  form  of  higher  education. 
This  was  because  they  had  declined 
membership  of  the  Communist  Party  in 
their  youth  and  thus  cut  themselves  out  of 
qualifications  offered  by  the  state. 

With  the  new  order  taking  over  East 
Germany  it  is  to  be  hoped  that  refusal  to  join 
a  political  party  will  no  longer  bar  potential 
teachers  from  gaining  the  qualifications  that 
they  need  to  work  with  deaf-blind  children. 

We  all  came  home  full  of  admiration  for 
the  devoted  work  carried  out  by  Oberlin- 
haus staff  who  over  the  years  had  provided, 
against  all  odds,  an  education,  a  home  and 
a  refuge  for  many  disabled  people  who 
otherwise  might  have  perished. 

Mary  Guest 


European  Usher 

Syndrome  Study 

Group  August  1989 

The  70  page  'Proceedings'  of  the  Warwick 
Meeting  are  now  available.  Subjects  in- 
cluded in  the  eleven  papers  are: 

Genetics  Intervention 

Communications        Video  Review 
Mental  Health 

Obtainable  from:  Mary  Guest,  Sense 

31 1  Gray's  Inn  Road,  London  WC1 X  8PT. 

Price:  £5  for  the  first  copy  (includes  p+p) 

£2  for  each  subsequent  copy  on  the  same 
order. 

If  ordering  from  abroad  please  pay  by 
Bankers  Order. 


Activities  Weekend 

A  weekend  of  watersports  and  outdoor 
activities  for  people  with  Usher  Syndrome  is 
planned  for  25  -  28  May  1990.  The  setting 
will  be  The  Activities  Centre,  Upper  Hamble 
Country  Park,  near  Southampton.  If  you  are 
over  1 6,  and  would  like  to  have  fun  trying  out 
different  sports  and  activities,  then  this 
weekend  is  for  you! 

Friends  and  partners  are  welcome. 

The  cost  will  be  £50  to  include  all  meals, 
accommodation  etc. 

For  more  information  contact  Liz  Cook  at 
The  Usher  Syndrome  Project,  Sense  HQ. 
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New  Rehabilitation 
Officer 


June  Hoy  has  joined  Sense,  she  will  run 
the  Usher  Syndrome  Rehabilitation 
Centre  at  Sense-in-the-Midlands. 

June  grew  up  in  the  West  Country,  the 
daughter  of  a  doctor.  After  training  as  a 
State  Registered  Nurse  at  St  George's 
Hospital  in  London  she  decided  to  study 
Social  Work  and  took  the  CQSW  Course 
(Certificate  of  Qualification  in  Social  Work). 
After  experiencing  the  problems  arising  from 
inner  city  deprivation  at  the  sharp  end  in 
Deptford  and  New  Cross,  she  took  time  off 
to  have  her  first  child  in  Norfolk. 

Returning  to  social  work  she  soon  be- 
came involved  with  deaf  &  visually  handi- 
capped people  and  eventually,  recognising 
that  loss  created  grief,  studied  counselling 
—  the  better  to  help  her  clients.  In  her  last 
job  she  supervised  workers  with  the  visually 
handicapped. 

June  enjoys  a  busy  home  life  with  her 
husband,  who  teaches  physics  in  Coventry, 
and  her  three  children  now  aged  14.  8  and 
2  years.  (See  picture  on  page  28.) 
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Gaela  Benn 


I  began  a  Modular  Degree  at  Middlesex 
Polytechnic  as  a  mature  student.  In  the  first 
year  I  studied  Sociology  as  a  preparation  for 
my  main  subject  which  was  Women's  Stud- 
ies. This  looks  at  women's  position  in  soci- 
ety in  terms  of.  for  example,  the  family, 
education,  employment  and  social  policy. 

At  the  end  of  the  first  two  years  of  the 
degree  I  decided  to  take  some  time  off  to  get 
some  practical  experience  before  commit- 
ting myself  to  postgraduate  teacher  train- 
ing. I  was  eventually  fortunate  enough  to 
get  a  job  as  an  Art  Room  Assistant  in  a 
Special  School  for  Handicapped  Children.  I 
thoroughly  enjoyed  the  work  and  found  that 
my  partial  deafness  was  not  too  much  of  a 
handicap  as  both  the  children  and  the  staff 
soon  learnt  to  look  at  me  when  they  spoke. 
I  had  decided  that  teaching  was  for  me  and 
so  in  November  1987  I  arranged  with  the 
Polytechnic  to  return  to  finish  my  degree  in 
September  1989. 

Following  a  visit  to  my  opticians  a  month 
later  I  was  referred  to  Moorfields  and  by 
February  of  last  year  I  was  told  that  I  had 
Usher  Syndrome.  I  decided  to  continue  with 
my  plans  as  there  was  no  way  of  knowing 
how  long  my  sight  might  last  I  began  to 
teach  myself  braille  in  case  I  might  need  it 
later.  The  week  before  my  first  semester 
began,  my  specialist  at  Moorfields  told  me 
that  I  should  be  registered  blind  as  my  sight 
had  deteriorated  so  much. 


Pen  Pal  Wanted 


Ashley  as  cheer  leader 

Ashley  Pope  comes  from  North  Carolina, 
USA.  She  lives  on  a  farm  with  her  parents 
and  is  interested  in  swimming,  reading  and 
horses.  She  is  14  and  would  like  to  corre- 
spond with  other  young  people  of  her  age 
who  are  deaf  or  have  Usher  Syndrome.  Her 
father  grows  peppers,  cucumbers,  sweet 
corn  and  also  raises  cattle  and  pigs  on  their 
farm  so  life  is  busy  for  the  Pope  family. 
Ashley  Pope's  address  is: 

Rt.  2  -  Box  392 

Clinton 

North  Carolina  28328 

USA 


As  the  Polytechnic  had  no  support  sys- 
tems for  someone  like  myself,  I  found  that  I 


could  not  follow  lectures  or  seminars.  The 
result  was  that  during  this  last  academic 
year  I  worked  mostly  at  home  alone,  going 
into  the  Polytechnic  about  once  every  three 
months  to  see  tutors.  My  sight  continued  to 
deteriorate  and  I  began  to  rely  more  and 
more  on  braille  and  taped  material.  I  used 
an  induction  loop  system,  and  a  radio  mi- 
crophone, which  I  had  on  loan,  for  one  to 
one  communication  where  there  was  any 
kind  of  background  noise. 

Two  weeks  ago  I  was  informed  that  I  had 
obtained  a  Bachelor  of  Arts  First  Class 
Honours  Degree  in  Women's  Studies  with 
Sociology. 

At  the  moment  my  main  problem  is  lack 
of  mobility  as  I  have  had  no  mobility  training 
to  date,  however  I  hope  to  be  shortly  as- 
sessed and  accepted  for  guide  dog  training. 

Oh  yes,  one  last  thing.  Art  was  a  very 
important  part  of  my  life,  and  I  hope  to  build 
it  up  again  by  starting  sculpture  classes  for 
the  blind  in  September. 

Gaela  Benn, 

300A  Longbridge  Road 

Barking, 

Essex  IG11  9EH 


Jane  Mayhew 

We  have  two  lovely  daughters  Wendy  aged 
1 4  and  Jane  aged  1 2.  When  Jane  was  one 
year  old  she  had  a  heart  operation  and 
recovered  well,  but  when  she  was  six  years 
old  she  had  a  brain  tumour  (Medullablas- 
toma).  She  had  an  operation  to  remove  this 
tumour  but  did  not  make  a  successful  re- 
covery and  as  a  result  is  now  blind  and 
mentally  handicapped. 


It  was  extremely  difficult  to  cope  at  first 
and  was  a  stress  on  the  family  but  thankfully 
Jane  has  slowly  improved  and  in  Septem- 
ber this  year  she  started  at  Linden  Lodge 
School  at  Wimbledon  Park. 

Roger  &  Sue  Mayhew 
7  Salts  Avenue 
Loose 
Maidstone 
KentME15  0AY 


Debra  Fielding 

Debra  is  a  26  year  old  lady  with  learning  and 
communications  difficulties.  She  is  deaf, 
and  blind  in  her  left  eye. 

The  most  notable  feature  of  Debra's 
character  is  her  obsessional  tidiness.  Eve- 
rything in  her  environment  has  a  predeter- 
mined place  and  she  will  not  easily  adjust  to 
new  things  that  she  feels  are  out  of  place. 
She  will  throw  such  things  out  of  the  window 
or  put  them  out  of  sight  in  a  cupboard. 

Debra  is  extremely  good  at  compre- 
hending gestural  instructions  but  mainly 
communicates  herself  by  questions  (ex- 
cept perhaps  for  taking  people  to  whatever 
she  wants).  Obviously  her  communication 
would  be  improved  if  she  would  learn  to  use 
gestures  herself. 

Past  attempts  to  encourage  the  use  of 
Makaton  signs  have  proved  unsuccessful; 
it  is  almost  as  though  Debra  has  decided 
that  her  'trial  and  error'  system  is  quite 
adequate  and  therefore  lacks  any  real  inter- 
est in  alternative  methods. 

She  has  a  good  capacity  to  learn  new 
skills,  especially  if  they  become  part  of  her 
routines.  She  has  mastered  making  tea/ 
coffee,  the  only  difficulty  is  waiting  time  for 
the  kettle  to  boil.  We  got  round  this  by 
boiling  the  kettle  before  we  give  her  the 
task.  Debra  also  makes  her  bed  and  does 


jobs  like  mopping  the  floor,  which  makes 
her  very  useful  at  Hillview  —  this  is  the 
annex  where  she  lives. 

Debra's  opportunities  to  expand  her  skills 
are  only  really  limited  by  service  shortfalls. 
Having  said  that  Debra  has  started  to  attend 
a  rural  skills  course  and  Hillview  have 
managed  to  get  her  a  place  at  Coleg  Howell 
Harris  on  a  new  communication  skills  course, 
so  things  are  looking  better. 

Debra  herself  is  keeping  quite  well.  We 
had  a  worrying  time  early  last  year  when 
she  developed  lumps  on  her  neck.  After 
some  tests  it  turned  out  to  be  a  disease 
called  Sarcoliosis,  which  causes  the  lymph 
glands  to  swell.  They  have  managed  to 
reduce  the  swellings  using  steroids  and 
things  seem  to  be  under  control. 

There  are  five  residents  at  Hillview,  all 
with  different  problems.  Debra  is  happy 
there  and  we  are  happy  with  her  living  there. 
The  long  term  future  is  for  Debra  to  be  living 
in  the  community  in  a  sheltered  house,  but, 
having  said  that,  a  lot  of  careful  planning 
must  be  done.  We,  as  caring  parents,  are 
very  concerned  about  any  upheaval  in 
Debra's  life. 

Mr  and  Mrs  K  Fielding 
29  Coedwaungar 
Sennybridge 
Brecon 
Powys  LD3  8TR 
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Bobby  Bartlett 

Nearly  ten  years  have  passed  since  we  last 
wrote  a  report  about  Bobby  -  in  fact  Novem- 
ber 1 979  which  was  when  he  was  first  resi- 
dent at  Meldreth  Manor  School,  Nr.  Royston; 
he  has  been  there  ever  since  and  has  now 
reached  the  stage  where  he  lives  in  an  inde- 
pendent house  with  three  other  students. 
There  were  behaviour  problems  shortly  after 
entering  Meldreth  and  he  was  two  years  in 
Beech  Tree  House  (which  was  also  located 
in  the  grounds  of  the  school)  where  the 
problems  were  overcome. 

His  hobbies  include  swimming  and  he 
belongs  to  the  Barracuda  Swimming  Club 
for  the  Handicapped  at  Potters  Bar  and  has 
represented  them  in  galas  during  the  last 
two  years.  He  has  been  awarded  12  med- 
als for  his  efforts.  He  normally  swims  on  his 
back  and  because  he  enjoys  the  water  so 
much  it  is  sometimes  difficult  to  get  him  to 


stop.  He  is  normally  able  to  swim  at  least  ten 
lengths  at  a  time. 

Horse  riding  and  riding  his  bicycle  are 
also  enjoyable  pastimes  for  him  but  one  of 
his  main  achievements  is  being  able  to 
complete  jigsaws.  During  the  most  recent 
Christmas  holidays  he  was  able  to  com- 
plete a  500-piece  jigsaw. 

He  is  able  to  sign  using  the  Makaton 
Signing  System  and  if  prompted,  when 
shown  pictures  and  with  the  relevant  sign, 
he  is  able  to  speak  the  correct  word. 

We  are  now  atthe  stage  of  looking  for  his 
future  placement  when  he  leaves  school  in 
July  1 991 .  He  will  be  1 9  in  November  of  that 
year.  We  want  to  find  somewhere  where  he 
may  improve  his  independence  skills  and 
settle  down  in  a  long  term  home. 

Charles  &  Angela  Bartlett 
16  Pembroke  Drive 
Goffs  Oak,  Herts  EN7  5LF 


Ruth  Moreland  1 967-1 990 


Ruth  Moreland  died  in  tragic 
circumstances  at  the  beginning 
of  February  at  the  age  of  23.  Her 
mother  Lesley  has  long  been  a 
friend  of  Sense,  first  for  many 
years  as  Director  of  Play  Matters 
(formerly  the  Toy  Libraries 
Association)  and  subsequently  as 
a  part-time  member  of  the  team 
of  Compass  Partnership,  Sense's 
management  consultants.  Ruth 
was  a  friend  of  Charles  and 
Angela  Bartlett  and  was  closely 
involved  with  Bobby  since  the 
late  19790s.  Angela  has  sent  us 
the  following  memorial: 

I  first  met  Ruth  Moreland  in  1977  at  the 
Barracuda  Swimming  Club  for  the  disabled 
where  she  was  a  regular  helper  on  Sunday 
mornings.  When  I  wanted  to  return  to  work 
part  time  in  1 979  Ruth  offered  to  come  and 
look  after  Bobby  in  the  holidays,  he  was  by 
that  time  resident  at  Meldreth  Manor  School 
during  term  time.  She  also  looked  after 
Jenny  &  Caroline,  Bobby's  younger  sisters 
and  coped  marvellously.  I  hasten  to  add 
that  she  did  so  with  the  encouragement  of 
her  mother,  who  was  always  available  to 
give  advice  if  needed.  Ruth  did  not  mind 
what  she  did:  cooking  their  meals,  taking 
them  swimming,  trips  to  the  park  and  rides 
on  the  bus.  She  continued  to  come  until  she 
left  school  just  before  she  was  seventeen,  a 
period  of  nearly  four  years. 

Ruth  was  fiercely  loyal  to  Bobby  and 
would  remonstrate  with  anyone  who  dared 
to  comment  on  his  disabilities  or  stare  at 
him.  She  was  extremely  generous  to  all  the 
children  going  out  of  her  way  to  buy  them 


Christmas  presents  and  little  treats  with  her 
hard  earned  pocket  money.  One  year  she 
made  Bobby  a  beautiful  train  cake  for  his 
birthday. 

I  know  if  Ruth  had  not  offered  to  care  for 
Bobby  I  would  not  have  been  able  to  go 
back  to  work  which  at  that  time  was  impor- 
tant to  me  from  both  a  psychological  and 
financial  point  of  view  as  it  helped  me  to  take 
my  mind  off  Bobby's  problems  and  gave  me 
some  independence.  Even  after  Ruth  left 
school,  she  continued  to  involve  herself 
with  children  and  people  who  were  disad- 
vantaged or  handicapped.  The  very  sad 
circumstances  of  her  death  have  upset  me 
more  than  I  can  say,  it  is  a  terrible  waste  of 
a  young  life,  even  so  she  will  be  remem- 
bered by  many  for  her  selfless  giving  and 
her  life  though  short  was  fulfilled.  I  and  my 
family  all  feel  that  is  was  a  privilege  to  have 
known  Ruth,  she  will  be  sadly  missed. 

Angela  Bartlett 
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Ruth's  parents  asked  her 
friends  to  donate  to  charity  if 
they  wished  to  make  a 
gesture  in  her  memory  and 
suggested  Sense  and  The 
Brittle  Bones  Society. 
Donations  received  by  Sense 
will  be  used  to  buy  toys  for 
the  Ealing  Family  Centre. 
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Appealing 
for  Sense 


Some  of  our  special  events  to 
come  ... 

The  1920s  Ball  held  in  November  '89  was 
such  a  roaring  success  another  is  planned 
for  this  year. 

For  further  information  contact  Maggie 
Mooge  at  Sense  Head  Office. 

Attention  all  Golfers 

A  unique  golf  competition  is  being  held  to 
raise  funds  for  Sense.  Golfers  are  asked  to 
improve  their  handicap  over  a  period  of  time 
(April  -  September).  The  60  most  improved 
golfers  (30  men  and  30  women)  will  attend 
a  final  at  Wentworth  on  28  September. 

Contact  Amateur  Golfers  Association 
(01  -741  801 1 )  for  an  entry  form  or  ask  your 
Handicap  Secretary. 

Sense  in  the  City  Annual 
Dinner 

Following  the  success  of  the  1989  dinner, 
the  Rutland  Trust  have  agreed  to  sponsor 
this  years'  event.  The  Dinner  will  be  held  in 
the  Plaisterers  Hall  in  the  heart  of  the  City  on 
24  May  1990. 

Three  hundred  top  business  people  will 
attend  and  it  is  hoped  will  support  Sense's 
extensive  programmes  into  the  nineties. 

Sense  in  the  City  Ice  Skate 
Marathon 

Agreement  has  been  reached  to  run  this 
successful  event  again  on  8  November 
1 990  at  the  Broadgate  Ice  Rink  in  the  City  of 
London.  Last  year  pledges  reached  over 
£40,000  from  top  City  companies.  This  year 
Warburg  Securities  will  lay  down  the  chal- 
lenge to  another  25  City  firms  to  beat  last 
year's  record. 

Appeals  Committee 

The  Appeals  Committee,  chaired  by  Sir 
Raymond  Lygo,  is  up  and  running  and  met 
for  the  first  time  in  November.  It  is  made  up 
of  a  mixture  of  individual  supporters,  par- 
ents, celebrities  and  business  people. 

New  Leaflets 

The  second  newsletter  to  companies  has 
just  been  sent;  a  new  newsletter  for  our 
supporters,  sponsored  by  BP,  is  coming  out 
in  March.  Two  issues  are  planned  each 
year. 

We  are  also  producing  a  new  version  of 
our  leaflet  on  how  to  make  a  will.  It  will  be 
available  in  the  next  few  months.  This  is 
really  a  public  service  but  obviously  we 
hope  it'll  mean  legacies  are  left  to  Sense. 
Philip  Stockley  is  the  person  to  contact  if 
you  would  like  one  when  they  are  ready. 

Sense  Shops 

The  next  Sense  shop  to  open  will  be  Castle 
Vale  m  Birmingham.  It  is  planned  to  open  in 
about  April  and  will  bring  the  number  of 
shops  up  to  twelve. 


Unusual  Fundraising 
Ideas  in  Norwich 

It  looks  as  if  official  support  will 
be  forthcoming  from  Norwich  City 
Council  to  site  a  special  alumin- 
ium can  recycling  skip  which  has 
been  offered  by  Colmans  Foods 
of  Norwich.  The  anticipated 
launch  in  early  Spring  will  ensure 
that  all  income  from  reclaimed 
aluminium  goes  to  Sense.  This 
pilot,  if  successful,  should  pave 
the  way  for  more  Sense  skips. 

20,000  magnets  have  been  do- 
nated by  S  G  Magnets  of  Essex  to 
help  launch  the  appeal  -  these  will 
be  available  from  distribution 
points  around  the  City  for  the 
public  to  use  to  identify  the  right 
type  of  can. 

Thanks  to  the  Norwich  Hoteli- 
ers Association  envelopes  to 
collect  money  for  Sense  will  ap- 
pear with  the  clean  sheets  in  hotel 
rooms  for  the  next  few  months. 


Development  Officer 
in  Northern  Ireland 


Margaret  Dodds  took  up  her  post  as  Devel- 
opment Officer  for  Sense  in  Northern  Ire- 
land in  January  this  year. 


Prior  to  her  appointment  Margaret  was 
employed  for  eleven  years  as  a  Social 
Worker  for  the  Deaf  and  Hearing  Impaired 
with  both  the  Northern  and  Eastern  Health 
&  Social  Services  Boards. 

Before  Margaret  became  interested  in 
services  for  the  sensory  impaired  and  mul- 
tiple handicapped,  she  had  trained  as  a 
nurse  and  has  many  years  general  nursing 
experience.  Margaret  feels  that  her  varied 
and  wide  range  of  professional  experience 
will  contribute  to  her  present  role. 

Margaret  is  married  and  lives  in  Glen- 
gormley,  Newtownabbey  with  her  husband 
and  two  grown  up  sons. 


Sense  South  West 


A  start  is  made 

It  is  almost  a  year  since  the  Regional  Office 
of  Sense  in  the  South  West  was  set  up,  a 
year  which  has  had  a  number  of  milestones 
securely  fixed  on  the  road  of  development. 
These  milestones  are  the  results  of  working 
with  local  authorities  and  individuals,  to  find 
opportunities  to  develop  services. 

Discovering  the  need 

Cornwall  has  completed  its  research  and 
identified  a  large  number  of  people  with 
dual  sensory  impairments.  South  Devon 
has  been  surveyed  by  Trevor  Fine,  a  social 
work  student  on  placement  with  Sense  South 
West  for  three  months  and  a  report  will  be 
out  soon.  He  will  be  researching  the  rest  of 
Devon  this  Spring. 

Our  residential  project 

The  residential  project  continues,  supported 
by  our  Patrons,  Lord  Clifford  of  Chudleigh, 
LordO'Hagan  MEP,  Emma  Nicholson  MP, 
Matthew  Taylor,  other  local  MPs  and  Air 
Commodore  Neville 

We  aim  to  build  a  centre  to  accommo- 
date ten  deaf-blind  young  adults  at  Exeter. 
The  problem  is  raising  £1 50,000  to  make  it 
possible. 

The  fundraising  campaign  will  be 
launched  at  Exeter  Guildhall  on  Thursday  5 
April  with  the  assistance  of  the  Mayor 
Councillor  Mrs  D  Bess. 

The  campaign  will  continue  through  the 
West  Country  wherever  our  information 
caravan  travels  this  summer.  The  caravan, 
our  mobile  unit,  will  be  on  display  for  the  first 
time  that  day,  smartly  painted  for  its  1990 
season.  Much  of  this  has  come  as  a  result 
of  a  great  deal  of  cooperation  from  the 
South  West  Branch.  Perhaps  the  biggest 
step  we  have  taken  together  is  the  decision 
to  appoint  an  Appeals  Manager  for  the 
Region.  There  is  keen  interest  in  this  job  so 
we  hope  that  someone  will  soon  be  raising 
money  for  us. 

Peter  Holman 


PENINSULA 

Congratulations  to  Sense 
South-West  on  the  launch  of 
their  newsletter  called 
Peninsula.  A  lively  mixture  of 
news,  letters  and 
information,  Peninsula  will 
come  out  in  February,  June 
and  October  and  should 
have  the  effect  of  drawing 
together  and  strengthening 
the  already  excellent  links 
between  members  of 
Sense's  family  in  the 
"Peninsula". 
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When  Dad  Died 

and  When  Mum  died 

Sheila  Hollins  and  Lester  Sireling 

Published  by  St  George's  Hospital  Medical 

School,  Cranmer  Terrace,  Tooting,  London 

SW17  ORE  in  association  with  Silent  Books, 

Swavesey,  Cambridge  CB4  5RA.  ISBN  1 

85183  019  7  and  ISBN  1  85183  020  0 

Price  £6.95  each. 

These  two  books  were  written  by  consultant 
psychiatrists  with  an  interest  in  grief  and 
bereavement  in  people  of  all  ages  and 
especially  people  with  mental  handicap. 
The  books  take  the  form  of  simple,  well 
drawn  coloured  pictures  with  a  facing  page 
of  short  sentences  describing  the  picture 
and  sometimes  the  emotions  that  the  char- 
acters are  feeling.  The  books  tackle  the  dif- 
ficult and  almost  taboo  subject  of  the  death 
of  a  close  relative  in  a  direct  and  honest 
way.  They  are  intended  for  anyone  who 
may  ha  ve  to  explain  to  children  or  to  anyone 
else  with  limited  understanding  the  facts  of 
death. 

Are  they  suitable  and  helpful  for  people 
involved  with  deaf-blind  children  and  young 
people  ?  We  asked  Les  Good,  who  is  a  par- 
ent, to  advise  us. 

"The  two  books  are  similar,  except  that  one 
deals  with  Mum's  death  and  the  other  with 
Dad's;  Mum  is  buried  and  Dad  is  cremated. 

They  are  an  honest  approach  to  a  diffi- 
cult and  painful  subject.  Both  books  are 
beautifully  clear  in  illustration,  especially  for 
those  with  reduced  vision  and  they  lend 
themselves  to  signing. 

I  should  have  liked  a  little  more  empha- 
sis on  being  too  ill  to  get  better  and  death 
being  a  release  for  the  person  who  died. 
This  is  a  thought  which  can  often  be  helpful 
for  those  left  behind. 


When  Dad  Pied 

Sheila  Hollins  and  Lester  Sireling 
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Illustrated  by  Elizabeth  Wthb 


After  Age  16  What  Next? 

Services  and  benefits  for  young  dis- 
abled people 

Caroline  Glendinning  &  Michael  Hurst 

First  published  by  the  Family  Fund, 
Joseph  Rowntree  Memorial  Trust,  in 
1984.  This  revised  edition,  May  1989. 

Young  people  ,  perhaps  feeling  at  a  disad- 
vantage through  disability,  are  more  likely 
than  most  to  feel  apprehensive  about  what 
faces  them  as  they  leave  the  known  envi- 
ronment of  school. 

So  it  is  good  to  find  a  book,  giving  the 
kind  of  information  available  in  some  other 
publications  (e.g.  'If  I'd  only  known  that  a 
year  ago  ...'  in  the  Winter  1988  edition  of 
Talking  Sense)  but  particularly  geared  to 
the  needs  of  young  people. 

It  includes  details  about  benefits  avail- 
able while  still  at  school  as  well  as  grants 
and  allowances  for  continuing  education. 
Different  courses  available  and  the  places 
providing  this  education  are  also  given. 
There  is  also  a  section  on  work  and  prepar- 
ing for  work.  In  addition  to  advice  about  the 
options  there  are  likely  to  be,  there  is  infor- 
mation about  how  to  contact  the  specialist 


Forthose  whose  major  handicap  is  being 
retarded  and  who  have  verbal  self-expres- 
sion, for  our  'normal'  children  but  mostly  for 
parents,  this  book  is  a  boon.  It  should  be 
kept  in  every  hospital  sister's  office  and 
presented  to  every  trainee  undertaker. 

For  our  deaf-blind  youngsters  with  a 
good  ability  to  express  their  fears  and 
emotions  this  book  is  good  but  for  those 
who  grasp  language  but  do  not  communi- 
cate their  feelings  I  feel  it  presents  more 
problems  than  it  resolves.  It  introduces  them 
to  some  very  disturbing  concepts  that  they 
cannot  ask  about. 

For  those  who  have  not  had  an  opportu- 
nity to  'say  goodbye',  have  not  kept  per- 
sonal possessions  and  especially  for  those 
who  have  already  lost  their  families  due  to 
bereavement  this  book  is  to  be  avoided  as 
it  shows  terrific  family  support.  It  would  add 
another  dimension  to  their  bereavement 
with  no  redress. 

There  aren't  many  of  our  kids  for  whom 


careers  officer. 

Money  matters  are  dealt  with  and  all  the 
sources  of  income  to  help,  not  only  life  at 
home  but  more  independent  living.  It  even 
includes  advice  on  claiming  arrears  of  bene- 
fit; information  about  what  happens  to  bene- 
fits and  allowances  when  people  go  into 
hospital  and  what  to  do  when  staying  with 
friends  or  relatives  away  from  home. 

Section  3  is  about  the  services  available 
for  people  registered  disabled  (and  what  to 
do  about  registering). 

There  are  mentions  of  counselling,  ge- 
netic counselling  and  sex  education;  again 
of  special  relevance  to  young  people  em- 
barking on  adult  life,  it 

The  two  final  sections  are  about  the 
more  enjoyable  aspects  of  life;  mobility  and 
having  holidays  and  other  breaks.  Alto- 
gether this  is  an  informative  reference  book 
which  all  disabled  people,  their  families  and 
friends,  would  find  helpful. 

It  is  to  be  hoped  that  when  the  next 
revised  edition  is  published,  along  with  in- 
formation about  the  Community  Charge, 
we  shall  also  find  the  Deaf-Blind  League 
and  Sense  listed  among  the  useful  ad- 
dresses. 

Margaret  White 


this  book  is  appropriate.  I  think  we  should 
carefully  consider  the  possibility  of  reserv- 
ing its  reading  until  after  the  event  (death)  or 
if  the  person  expressed  worries  which  this 
book  can  answer. 

I  would  not  put  it  into  the  hands  of  anyone 
who  could  not  say  'Am  I  going  to  die?  Are 
people  around  me  going  to  die?  If  we  go  into 
hospital  are  we  going  to  die?  If  I  have  a  pain 
etc  etc  . . .  nor  would  I  give  it  to  anyone  who 
cannot  understand  the  answers  to  these 
and  similar  questions." 


Young,  Deaf  and  Visually 
Impaired 

This  38  minute  video  was  produced  in 
Sweden  for  the  Usher  Group  in  Orebro.  It 
features  young  deaf  people  who  are  visu- 
ally impaired.  It  will  appeal  to  people  outside 
Sweden  who  are  interested  in  Usher  Syn- 
drome for  although  the  sign  language  used 
is  Swedish,  the  spoken  commentary  is 
English. 

The  video  is  aimed  primarily  at  parents 
and  families  of  people  with  Usher  and  im- 
parts in  a  relaxed  and  informal  way  some 
idea  of  what  it  is  like  to  have  the  syndrome. 
The  actors  are  young  deaf  people  and  some 
suffer  from  RP  (retinitis  pigmentosa).  They 
are  questioned  by  Jan,  who  is  curious  about 
the  way  RP  affects  life.  They  explain  to  him 
about  the  effects  of  light,  glare,  low  lying 
objects,  dusk  and  their  experiences  at  work. 

I  recommend  Bjorn  Sandberg's  film  to 
anyone  who  wants  to  learn  more  about  the 
personal  aspects  of  this  condition.  I  am  sure 
that  if  it  were  subtitled  in  English  it  would  be 
welcomed  by  a  wider  audience  of  deaf 
people. 

Mary  Guest 

The  video  can  be  ordered  from: 
SIL-lagret 
Box  8133 
S-7000  08  Orebro 
Sweden 

Tel:  010  46(19)124465 
Price:  500  Swedish  krone 
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Communication  as  Curriculum 
-  Teachers'  Pack 

This  material  was  developed  to  train  teach- 
ers working  with  the  'small  and  vulnerable 
group'  of  children  whose  profound  and 
multiple  learning  difficulties  (PMLD)  include 
adual  sensory  impairment.  The  ILEA  (Inner 
London  Education  Authority)  peripatetic 
team  of  Keith  Park,  Carol  Williams  and 
Blanche  Robinson  have  put  together  al- 
most everything  needed  to  run  a  basic 
training  course,  including  simulatory  glasses 
and  blindfolds,  tapes,  slides.  OHP  masters, 
handouts  and  very  full  notes  on  course 
content.  As  the  title  implies,  the  central 
premise  is  that  'communication'  is  the  cru- 
cial process  involved  in  the  education  of 
children  with  profound  and  multiple  learning 
difficulties  and  therefore  structuring  the 
child's  environment  to  enable  him  to  antici- 
pate and,  later,  participate  in  activities  takes 
precedence  over  isolated  teaching  ses- 
sions'. 

The  course  is  intended  to  be  given  by 
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two  presenters  working  with  1 2  -  20  partici- 
pants. It  is  divided  into  4  x  90-minute  ses- 
sions, each  of  which  includes  a  practical 
exercise  under  blindfold.  Teachers  leave 
each  of  the  first  three  sessions  with  a  tech- 
nique to  try  in  the  classroom.  The  sessions 
are  structured  as  follows: 

Session  1  sets  the  scene  by  presenting 
a  curriculum  framework  based  on  commu- 
nication through  all  senses.  Information  on 
hearing  and  visual  impairments,  consid- 
ered as  single  disabilities,  is  then  presented. 
The  effects  of  dual  sensory  loss  are  shown 
in  a  practical  exercise  followed  by  discus- 
sion. Forms  to  be  used  in  gathering  infor- 
mation about  a  child's  response  to  visual 
and  auditory  stimuli  are  presented. 

Session  2  reminds  participants  that  their 
busy,  purposeful  classroom'  may  seem 
merely  confusing  from  a  child's  point  of 
view!  Tips  are  given  on  removing  visual, 
auditory  and  tactile  'clutter',  so  helping  the 
child  concentrate  on  what  we  wish  to  com- 
municate. A  practical  exercise  allows  par- 
ticipants to  experience  'clutter'  for  them- 
selves. The  lake-home'  exercise  this  time 
is  an  Information  Gathering  Form',  designed 
to  assist  in  structuring  achild's  environment 
by  presenting  relevant  information  to  all 
staff  at  a  glance. 

Session  3,  described  as  'the  most  impor- 
tant of  the  course',  tackles  the  provision  of 
a  'communicative  atmosphere'  in  which  a 
child  can  learn  to  anticipate  events  within 
the  classroom  routine.  Clues  are  estab- 
lished in  a  systematic  way,  again  through  all 
five  senses  e.g.  an  'approach  clue'  may  be 
a  particular  movement  such  as  stroking  the 
child's  hand.  Guidelines  are  given  for  rec- 
ognising and  assessing  signs  that  the  child 
has  anticipated  an  event.  The  practical  task 
is  an  exercise  in  using  and  assessing  clues. 

The  final  session  deals  with  participation 
and  intentional  methods  of  communication 
—  speech,  sign  and  symbol.  In  the  practical 
exercise,  participants  'change  partners'  to 
experience  the  importance  of  consistent 
clues. 

I  found  the  first  session  a  little  disap- 
pointing. In  any  basic  course,  the  problem  is 
what  to  omit.  I  felt  that  rather  than  giving  so 
much  specific  information  on  visual  and 
auditory  impairment,  the  authors  could  have 
considered  the  effects  of  dual  sensory  loss 
in  greater  detail.  Mclnnes  &  Treffry's  com- 
ment that  'a  deaf-blind  child  is  not  a  deaf 
child  who  cannot  see  or  a  blind  child  who 
cannot  hear',  though  now  something  of  a 
truism  within  the  deaf-blind  world,  cannot 
be  stressed  too  firmly.  Carrying  out  activi- 
ties under  blindfold  with  a  silent  partner  fails 
to  give  an  adequate  picture  of  deaf-blind- 
ness or  its  implications.  Those  working  with 
PMLD  children  need  to  be  as  aware  as  any 
other  teacher  that  learning  difficulties,  slow 
motor  development  and  idiosyncratic  learn- 
ing styles  may  be  secondary  to  dual  sen- 
sory loss,  and  time  could  usefully  have 
■/■:<-/  '.  iv  to  opell  ng  out  how  this  occurs. 
The  visual  and  auditory  observation  charts 
are  useful,  but  would  be  more  so  with  guid- 
ance on  how  to  interpret  those  observa- 
tions. 

The  later  sessions  are  more  successful. 
The  authors  are  unquestionably  right  in 
stressing  communication  in  context  and  in 


encouraging  teachers  to  concentrate  on 
this  aspect  of  their  pupils'  needs.  I  would 
have  liked  to  see  them  go  a  step  further  with 
their  advocacy  of  structure  by  describing 
the  use  of  these  approaches  such  as  'ob- 
jects of  reference'  or  sensory  calendars. 
These  would  fit  well  alongside  the  ap- 
proaches advocated  and  move  beyond 
structuring  individual  events  to  giving  the 
whole  day  or  week  a  predictable  shape. 

The  real  strength  of  this  package,  how- 
ever, lies  in  its  practicality,  for  trainer  and 
participants  alike.  For  the  trainer,  the  pack- 
age is  well  designed  and  produced  and 
extremely  thorough.  Individual  components, 
particularly  the  tapes  and  glasses,  would  be 
useful  additions  to  any  set  of  training  re- 
sources within  this  field.  For  the  partici- 
pants, theory  is  clearly  explained  and  trans- 
lated into  action.  There  is  a  wealth  of  excel- 
lent 'common  sense'  ideas  which  could  be 
put  into  practice  immediately.  Good  class- 
room management  principles  are  stressed 
throughout  and  an  approach  is  offered 
through  which  a  team  of  staff  could  work 
together  to  help  a  child  make  sense  of  the 
world.  The  aspects  of  classroom  life  which 
add  unnecessary  confusion  to  a  child's 
experience  are  well  illustrated  and  I  am  sure 
a  teacher  would  leave  this  course  acutely 
aware  of  the  need  to  plan  activities  accord- 
ingly. I  was  pleased  to  see  emphasis  placed 
on  using  speech,  sign  and  symbol  together 
and  the  references  made  to  'tactile  clutter' 
and  'movement  clutter'  which  can  easily  be 
overlooked. 

A  lingering  question  remains.  I  wonder 
who  will  be  the  trainers?  I  can  imagine  this 
package  successfully  delivered  by  its  au- 
thors, backed  by  their  own  knowledge  and 
considerable  practical  experience.  I  can 
also  imagine  the  temptation  to  take  if  'off  the 
shelf,  place  it  in  less  capable  hands  and 
imagine  one  element  of  in-service  training 
dealt  with.  From  the  preface  it  is  clear  that 
the  old  inner  London  boroughs  at  least  have 
trained  the  trainers.  I  hope  this  example  will 
be  followed  elsewhere.  I  wonder  also  if  it  will 
be  used  as  an  introductory  framework  of  the 
sum  total  of  a  teacher's  training  in  dual 
sensory  impairment?  Now  the  DES  recog- 
nises the  need  for  a  one  year  training  course 
for  teachers  responsible  for  classes  of  deaf- 
blind  children,  I  hope  those  with  one  or  two 
such  children  within  a  PMLD  class  will  have 
adequate  training.  It  is  not,  of  course,  the 
fault  of  the  authors  if  their  material  is  mis- 
used in  this  way. 

This  course  will  undoubtedly  be  widely 
used  to  train  teachers  within  the  target 
group  and  encourage  many  features  of 
good  practice.  I  hope  it  will  further  encour- 
age its  participants  to  investigate  the  com- 
plex area  of  dual  sensory  impairment  more 
widely  and  seek  additional  training. 

Laura  Pease 
Whitefield  School 
London 

This  pack  is  now  available  from: 
Nick  Peacey 

Teachers  Centre  for  Special 
Education 
Webber  Row 
London  SE1 
Price  £40.00  +  £2.00  p&p. 


Bedfordshire  Education 
Service 

Two  one-day  courses  entitled 

A  Developmental  Therapy/ 

Sensory  Workshop 

Venue:  St  John's  School,  Bedford 

Dates:  March  10  and  May  19,  1990 

Tutors:  Flo  Longhorn  and  Christine  Smith 

Cost:  £25  (includes  refreshments) 

A  curriculum  for  all  the  senses  to  suit 

each  child  is  discussed.  Developmental 

therapy  which  originated  in  the  Rutland 

Centre,  Georgia,  USA  is  explained. 

Contact:  Mrs  Flo  Longhorn 

St  John's  School 

Bedford  Road 

Kempston 

Bedford  MK42  8AB 

Tel:  Bedford  45565 


Castle  Priory  College  Courses 

16  -  18  March  1990 

Profoundly  Handicapped  Children  - 

Teaching  and  Management 

Price  £145 

1  -  23  March  1990 

The  National  Curriculum 

Price  £145 

23 -25  March  1990 

Basic  Motor  Pattern  -  Cerebral  Palsy 

Price  £145 

2  -  4  April  1990 

Coping  with  Staff  Stress  in  the 
Residential  Situation 

Price  £145 

3  April  1990 

Special  Programme  Inspired  by  Work 
in  Hungary  -  Information  Day 

Price  £29 

9-  12  April  1990 

Putting  Linguistic  Profiles  into 

Practice 

Price  £195 

17-21  April  1990 

Blissymbolics  Communication  System 

Price  £295 

23 -25  May  1990 
Organisation  of  Learning 
Environments  For  Profoundly 
Handicapped  Children 

Price  £165 

14  June  1990 

Halliwick  Swimming  Method 

Parts  A  &  B 

Price  £195 

For  further  information,  or  to  reserve  a 
place  on  any  of  these  courses,  contact: 
CPC 

Thames  Street 
Wallingford,  Oxon  OX10  0HE 
Tel:  Wallingford  (0491)  37551 
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Children  and  Young  People 
who  have  Hearing  Impairment 

Course  No.  26/14 

27-29Aphl1990 

Course  Tutor:  Ruth  McConville,  Ealing 
Education  Authority 

This  course  is  for  teachers  in  mainstream 
or  special  schools,  support  staff,  parents 
and  carers  who  have  no  specialist 
training  in  the  field  of  hearing  impairment 
and  who  are  working  with  children  or 
young  people  with  hearing  loss  in 
schools,  colleges  or  in  the  community. 
Inclusive  Fees:  £145 
Non-Residential  Charges  available  on 
request 

A  limited  number  of  single  rooms  is 
available  for  which  a  supplement  of  £5 
per  night  is  payable.  This  accommodation 
cannot  be  guaranteed  and  will  be 
reserved  in  order  of  application. 

Applications,  together  with  a  non-return- 
able deposit  of  £20,  should  be  sent  to 
Castle  Priory  College. 


Deaf  Course 

Britain's  first  course  training  deaf  people 
to  be  part-time  youth  workers  gets  going 
at  Bradford  college  in  June  this  year.  It  is 
funded  partly  by  the  European  Social 
Fund. 

There  are  35  places  on  the  two-year 
course  and  15  places  for  people  who  want 
to  be  trainers. 

Students  work  from  home,  at  residential 
study  centres  and  for  one  week  in  Europe. 

The  European  Social  Fund  has  contrib- 
uted half  of  the  £720,000  cost  of  the  scheme, 
with  the  rest  of  the  money  coming  from  the 
Department  of  Education  and  Science,  local 
authorities  and  charities. 

Write  to  the  Admissions  Officers, 
Bradford  and  llkley  Community  College, 
Great  Horton  Road,  Bradford  BD7  1  AY,  tel: 
(0274) 753026 

Disability  Now  January  1 990 


Deaf  Worlds 

This  is  the  title  of  an  international 

conference  for  deaf  people  and  people 

who  work  with  them.  The  conference  will 

take  place  at  Eastbourne  from  26  -  31 

May  1991. 

Themes  to  be  explored  include: 

Advocacy 

Developments  in  Technology 

Education 

Telecommunications 

Rehabilitation 

The  conference  is  organised  by  the  RNIB 

in  conjunction  with  SENSE,  The  National 

Deaf-Blind  League  and  many  other  Deaf 

Associations. 

Contact:  Bridget  Dick,  Conference 

Organiser,  RNID,  105  Gower  Street, 

London  WC1E6AH. 


RNIB/Sense:  Armitage  Hall, 
London 

Course  159-21  March  1990 
Special  Needs  of  Deaf-Blind  Children 
(Birth  -  6  Years):  Developmental  Needs 
and  Medical  Aspects 

Course  162-3  May  1990 

Special  Needs  of  Deaf-Blind  Children: 

Educational  Needs 

For  further  details  contact  Mrs  V  Hibbard, 

RNIB,  Marlborough  House,  Holly  Walk, 

Leamington  Spa  CV32  4XP.  (Tel:  0926 

452  868) 

Family  Advisory  Service,  Sense 
in  the  Midlands,  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD. 

3-Day  Residential  Course  for 
Professionals,  March  1990 

(This  course  is  full) 

For  further  details  contact  Mrs  Doreen 
Norris,  Head  of  Family  Centre  (Tel:  021- 
452  1656) 

Sense  Family  Centre,  86 
Cleveland  Road,  Ealing  London 
W13  0HE. 

4-Day  Residential/Day  Course  for 
Professionals,  12-  15  March  1990 
For  further  details  contact  Miss  Lindy 
Wyman,  Head  of  Family  Centre  (Tel:  01- 
991  0513) 


Dorset  Education  Department 
College  of  Agriculture  and 
Horticulture 
Kingston  Maurward 
Dorchester  DT2  8PY 

1 -Day  Awareness  Course  for  Local 
Professionals 

29  March  1990 

For  further  details  contact  Mr  Peter 
Wilson,  Head  of  the  Service  for  Hearing- 
Impaired  Children,  Education  Offices, 
County  Hall,  Dorchester,  Dorset  DT1  1XJ. 
(Tel:  0305  251  000) 


New  Deaf-Blind  Unit 

At  the  end  of  th&'Summer  term  a 
Midland  Blind  School  plans  to  close 
its  senior  school,  five  teachers  are 
leaving.  Fortunately  that  is  not  the 
end  of  the  story  ... 

Lickey  Grange  plans  to  create  a 
deaf-blind  unit  and  will  expand  its 
teaching  for  multi-handicapped 
children. 

The  school's  address  is: 

Lickey  Grange  School 

Old  Birmingham  Road 

Bromsgrove 

Worcs  B60  1NP. 


International  Council  for  the 
Education  of  the  Visually 
Handicapped 

Conference  at  University  of 
Warwick 

6-11  April  1990 

This  conference  gives  an  opportunity  to 
hear  some  of  the  foremost  European 
contributors  to  further  education  and 
vocational  training.  There  will  also  be 
many  opportunities  for  discussion  with 
colleagues  from  many  European 
countries. 

Conference  fee:  £290  (this  includes 
meals  and  residential  accommodation,  full 
conference  fees,  two  special  conference 
dinners  and  VAT). 
Please  apply  to: 
Miss  G  Howse 
Chandos  Cottage 
12  The  Bank 
Stoneleigh 
Coventry  CV8  3DA 


10th  IAEDB  Conference 

Orebro,  Sweden 

4-9  August  1991 

First  announcements  for  this  conference 
have  now  been  published  and  distributed. 
Copies  are  available,  either  from  the 
conference  organisers  below: 

Orebro  91 

Ekeskolan 

Box  9024 

S-700  09  Orebro 

Sweden 
or  from  Mary  Shepherd,  IAEDB,  c/o 
Sense,  311  Gray's  Inn  Road,  London 
WC1X8PT. 


Talking  Sense  in  Braille 

Talking  Sense  is  available  in  braille  and 
also  in  a  photocopied  large-print  version. 
If  you  would  like  to  receive  a  copy  of  either 
of  these  versions  please  write  to  Graham 
Hicks  at  the  Sense  London  office. 

Talking  Senseis  publishedquarterly.  Con- 
tributions for  our  next  edition  should  be 
sent  to  Colette  Mercer  at  31 1  Gray's  Inn 
Road,  London  WC1X  8PT.  Photographs 
are  copied  and  returned. 

Editor:  Colette  Mercer 
Assistant  Editor:  Peter  Bennett 

The  views  expressed  in  the  magazine  are 
not  necessarily  those  of  Sense,  the 
National  Deaf-Blind  and  Rubella 
Association. 

Typasct  and  designed  by  Intertype.  London  N16. 

Printed  by  Adopt  Pmts,  273  Abbeydale  Road,  Wembley.  Middx 
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George  Swanson, 
Managing  Director  of 
Whitbread  Scotland 
Limited,  greets  Dorrie 
Moore,  a  deaf-blind 
friend  of  Sense-in- 
Scotland,  during  the 
Royal  Visit  to  Glasgow 
on  5  February  1990. 
See  page  3 
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Sense 

The  National  Deaf-Blind 
and  Rubella  Association 

311  Gray's  Inn  Road,  London  WC1X  8PT 
Tel:  071-278  1005  Fax:  071-837  3267 

President DrG  B  Simon  MB  ChB  DPM  FRCPsych 

Chairman Jessica  Hills  MBE 

Vice-Chairman Margaret  White 

Treasurer Peter  Tegg 

Chief  Executive Rodney  Clark 

SENSE-IN-SCOTLAND  Overbridge  Centre 

1 68  Dumbarton  Road  63  St  Andrews  Drive 

Glasgow  G11  6XE  Glasgow  G41  5EY 

Tel :  041  -334  9666/9675  Tel:  041  -423  2064 

D/recforGill  Morbey  Principal:  Geoff  Aplin 

SENSE-IN-NORTHERN  IRELAND 

Wilton  House 

5  College  Square  North 

Belfast  BT1  6AR 

Tel:  0232  439961 

Development  Officer  (N.  Ireland)  Margaret  Dodds 

REGIONAL  CONTACTS 

SENSE  -  Avon  Parents  Resource: 

Kate  Sullivan,  41  Wigton  Crescent,  Southmead, 
Bristol  BS10  6DX 

SENSE  -  Colchester  Branch: 

Brendan  Giblin,  104  Bergholt  Road, 
Colchester,  Essex 

SENSE  -  East  Anglia  Branch: 

Elizabeth  Royle,  The  Lanterns,  Church  Lane, 
Playford,  Ipswich,  Suffolk  IP6  9DS.  Tel:  0473  622443 

SENSE  -  East  Midlands  Branch: 

Elizabeth  Holbrook,  Post  Office,  12-16  High  Street, 
Moulton,  Spalding,  Lines  PE12  6QB.  Tel:  0406  370201 

SENSE  -  Kent  Branch: 

Sue  Turner,  53  Charlton  Street,  Maidstone,  Kent  ME16  8LB 

SENSE-  London  North  East  Branch: 

Christine  Taylor,  26  Albion  Road,  Walthamstow, 
London  E17  3HZ.  Tel:  081-520  1736 

SENSE  -  London  West  Branch: 

Josie  Connolly,  299  West  End  Road,  South  Ruislip, 
Middx  HA4  60S.  Tel:  081-841  2374 

SENSE  -  Midlands  Branch: 

Margaret  Beattie,  'The  Cottage',  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU.  Tel:  0203  616962 

SENSE  -  Northern  Ireland  Branch: 

Muriel  Mathers,  5  Old  Quay  Court,  Holywood, 
Co.  Down,  BT18  OHT.  Tel:  023-174-242 

SENSE  -  North  West  Branch: 

Margery  Harrison,  6  Tidal  Lane,  Padgate, 
Warrington,  Cheshire  WA1  3DT.  Tel:  0925  813520 

Scottish  Branch: 

Jerry  Morbey,  3  Kersland  Street,  Hillhead, 
Glasgow  G12.  Tel:  041-339  9381 

SENSE  -  South  Wales  Branch: 

Hazel  Benjamin,  8  Forest  View,  Cimla,  Neath, 
West  Glamorgan  SA11  3RS.  Tel:  0639  637115 

SENSE  -  South  West  Branch: 

Mary  Holman,  15a  Powderham  Avenue,  Newton  Abbot, 
Devon  TQ1 2  1 EV.  Tel:  0626  64079 

SENSE  -Yorkshire  Branch: 

Pat  Machin,  10  Mayfield  Avenue,  Bailiffe  Bridge,  Brighouse, 

W.  Yorks  HD6  4EF.  Tel:  0484  71 8226 

SENSE  CENTRES 


The  Family  Centre 
B8  Beve^  ?<>>A 
'-■  ", 

London  W1 3  OHE 
Tel  081-991  0513 
Principal:  Lindy  Wyman 

Sente-in-the-Midlands 
4  Church  Road,  Edgbaston 

Tel  021-4561564 
■>j  '//■  '•:>  ■■//; 
Regional  Director  John  Hatton 


Sense  East 

72  Church  Street 

Market  Deeping 

Peterborough  PE6  8AL 

Tel:  0778  344921 

Regional  Director:  David  Ford 

South  West 
Regional  Office 

10  Conitor  House,  Denbury  Rd 
Newton  Abbot,  Devon 
Regional  Development 
Officer:  Peter  Holman 


Sheila  Houston  -  Peripatetic  Advisory  Teacher 

c/o  Northern  Counties  School  for  the  Deaf, 

Gt  North  Road,  Nev/castle-upon-Tyne  NE2  3BB 

Tel  091-2815060 


Cattleton  House 

/','/'/.'  <;"/    ■-■,>.-. 

London  E17  4AR 
■■-.  ■:-;■■:■:  >;;,; 
Officer  m  charge 


Sense  Trading 
Pel  House,  35  Station  Road 

■'<■:>:  ll',' A  /-.<•>  hi",  11/ 

Tel  0689  891191 

Fax  0689  72014 

Head  of  Trading  Adrian  Barker 


Chairman's  Letter 


Many  families  with  deaf-blind  children 
are  first  introduced  to  Sense  through 
the  Family  Advisory  Service  and  its 
centres  in  Ealing  and  Birmingham.  The 
Family  Advisory  Service  is'  unique  in 
its  "whole  child"  and  "whole  family" 
approach,  seeing  all  aspects  of  a  child's 
abilities  and  helping  the  whole  family 
to  choose  the  way  forward  from  these 
abilities.  This  is  so  different  from  so 
many  medical  and  professional  serv- 
ices, which  seem  to  focus  on  the  child's 
disabilities  in  isolation  and  as  a  prob- 
lem for  the  family.  Our  Family  Advi- 
sory Service  has  grown  from  one  teacher 
based  in  Ealing  in  1982  to  eight  teach- 
ers in  Ealing,  Birmingham  and  New- 
castle in  1990.  The  numbers  of  children 
and  families  needing  the  service  has 
grown  even  faster,  as  publicity  and  the 
success  of  the  service  have  reached 
more  people.  Our  teachers  have  be- 
come stretched  to  the  limit  and  in  some 
cases  have  had  to  reduce  the  service  or 
put  people  on  the  waiting  list,  the  last 
thing  we  want  for  families  for  whom 
little  else  is  available.  However,  we 
have  been  tied  by  the  amount  of  funds 
we  could  raise  from  grants  and  dona- 
tions, because  the  service  was  free. 

With  the  issue  of  the  DES  policy 
document,  "Educational  Provision  for 
Deaf-Blind  Children"  and  the  1981 
Education  Act  to  support  us,  we  are 
now  able  to  take  a  much  more  positive 
approach  to  the  development  and  ex- 
pansion of  this  invaluable  service.  Our 


Director  of  Education,  Charles  Byrne, 
will  be  visiting  LEAs  and  Social  Serv- 
ice and  Health  Departments  and  nego- 
tiating with  them  a  variety  of  different 
ways  in  which  the  F.A.S.  in  their  areas 
can  be  funded.  They  may  choose  to  pay 
a  teacher  or  "part  of  a  teacher",  to  be 
based  at  one  of  our  centres  for  profes- 
sional advice  and  support  and  to  fund 
the  child  and  family  to  use  the  centre. 
LEAs  may  pay  a  global  sum  to  Sense  for 
a  whole  service  for  all  the  deaf-blind 
children  in  their  area,  or  they  may  pay 
for  each  child's  needs  individually.  It 
will  depend  on  what  LEAs  agree  with 
Sense  is  appropriate  for  the  needs  and 
numbers  of  children  in  their  authority. 
Having  the  fees  and  teachers  paid  will 
enable  us  to  guarantee  the  service, 
which  we  cannot  do  at  present.  It  will 
enable  us,  in  future,  to  appoint  and 
train  more  teachers  and  reach  families 
in  many  parts  of  the  country  who  have 
no  service  at  all  at  present. 

Some  of  the  support  and  guidance 
the  Family  Service  provides  will  con- 
tinue to  be  freely  available  to  all  fami- 
lies, but  the  expansion  of  this  service, 
too,  depends  on  developing  a  properly 
organised  structure  for  funding,  so  that 
we  can  open  more  regional  F.A.S. 
centres  where  all  these  services  can  be 
based.  We  hope  that  you  will  all  sup- 
port our  endeavours  to  widen  and  make 
readily  available  this  service  to  more 
families. 

With  best  wishes 


d^^^^ 
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Princess  Royal 

visits 

Sense-in-the- 

Midlands 

Sense-in-the-Midlands  received  a  visit 
from  HRH  the  Princess  Royal  at  the  be- 
ginning of  April  to  mark  the  launch  of 
their  appeal  for  a  new  swimming  pool 
and  gymnasium. 

After  being  greeted  by  Sense  chair- 
man, Jessica  Hills  and  Regional  Direc- 
tor, John  Hatton,  she  toured  the  entire 
site,  meeting  most  of  the  staff,  and  some 
of  the  students,  before  shaking  hands 
with  a  further  fifty  friends  and  support- 
ers of  Sense-in-the-Midlands  who  had 
gathered  in  the  main  hall. 

After  visiting  the  flats,  the  Princess 
Royal  was  shown  the  work  of  the  Family 
Centre,  where  she  met  some  of  the  vis- 
iting families,  and  the  work  undertaken 
in  the  different  skills  areas.  She  was 
also  able  to  watch  some  of  the  students 
enjoying  themselves  in  the  pool  and 
learned  from  swimming  therapist  John 
Oliver  how  swimming  forms  a  vital 
part  of  the  students  therapy. 

The  current  swimming  pool  is  due 
to  close  in  September  and  it  is  esti- 
mated that  the  new  pool  will  not  be 
ready  for  at  least  a  year.  Almost  half  of 
the  £500,000  needed  for  the  new  pool 
has  been  raised  to  date. 

The  Royal  visit  was  prefaced  with 
extensive  security  checks  by  the  police 
who  even  vetted  the  royal  'loo'! 


Selly  Oak 
Project 

Building  work  on  our  new  build  hous- 
ing development  in  Selly  Oak,  Birming- 
ham begins  this  month.  When  com- 
plete, the  development  will  provide 
long-term  residential  care  for  14  adults 
in  three  self-contained  flats  for  four, 
and  one  for  two. 

The  development,  which  should  be 
ready  by  August  1991,  is  the  first  of  its 
kind  undertaken  by  Sense  and  repre- 
sents the  next  stage  in  the  realisation  of 
plans  to  provide  post-education  long- 
term  residential  care  for  deaf-blind 
people. 

Each  flat  will  be  staffed  according  to 
the  needs  of  the  residents.  Priority  will 
be  given  to  people  who  are  currently 
residential  students  at  Sense  in  the 
Midlands  but  any  free  places  will  be 
made  available  to  other  deaf-blind 
people  for  whom  the  accommodation 
will  be  appropriate.      


Staff  changes  at  Sense-in-the-Midlands 


It  was  with  great  regret  we  said  goodbye 
to  Doreen  Norris  at  the  end  of  May  who 
left  us  after  nearly  six  years  working  for 
Sense.  As  head  of  the  Family  Advisory 
Service  at  Sense  in  the  Midlands, 
Doreen  was  responsible  for  the  devel- 
opment of  the  Service  from  its  early 
days,  for  building  up  the  Family  Advi- 
sory Team  and  making  the  Centre  into 
what  it  is  today.  She  will  be  missed  by 
all  but  we  do  wish  her  every  success  in 
the  future. 


We  are,  however,  pleased  to  an- 
nounce that  Bob  Snow,  who  has  been 
head  of  Further  Education  at  Sense-in- 
the-Midlands  since  1986,  has  been 
promoted  to  Deputy  Regional  Director 
with  special  responsibility  for  the  de- 
velopment of  off-site  community  serv- 
ices. 

He  is  replaced  by  Virginia  Mallett 
who  is  currently  Deputy  Head  of  Fur- 
ther Education. 
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New  Deaf- 
Blind  Unit  for 
Cheshire 


After  detailed  consultation  with  Sense, 
the  Royal  Schools  for  the  Deaf  are  set- 
ting up  a  new  deaf-blind  unit  for  chil- 
dren with  dual  sensory  impairment  at 
their  school  in  Cheadle  Hulme.  The 
unit,  which  will  open  in  September 
this  year,  will  cater  for  both  day  and 
residential  pupils. 

Bev  McCracken,  Headmaster  of 
Cheadle  Hulme,  sees  the  development 
as  a  natural  progression  for  the  school. 
"We  have  been  addressing  the  prob- 
lems of  additionally-handicapped  hear- 
ing-impaired pupils  increasingly  since 
1975,"  he  said,  "Our  current  intake 
already  consists  of  children  and  stu- 
dents who  have  complex  and  multiple 
learning  difficulties  besides  their  hear- 
ing-impairment". 

Under  the  direction  of  Leighton  Reed, 
who  was  previously  at  Condover  Hall, 
the  new  Deaf-Blind  Unit  will  benefit 
from  the  school's  existing  teaching 
expertise  and  resources,  including  the 
facilities  for  52-week  placements,  res- 
pite care  during  holiday  periods,  and  a 
24-hour  medical  centre. 

The  Unit  will  also  benefit  from  the 
facilities  provided  by  the  Rycroft  Centre. 
This  is  a  research  and  diagnostic  centre 
which  provides  staff  and  parents  with 
comprehensive  audiological  and  psy- 
chological profiles  of  children.  This 
will  mean  that  teaching  programmes 
can  be  tailored  to  meet  the  complex 
individual  needs  of  each  deaf-blind 
child.  The  assessment  facilities  of  the 
Rycroft  Centre  are  already  made  avail- 
able to  Local  Education  Authorities, 
whether  a  placement  is  being  sought  or 
not. 

One  of  the  most  important  features 
of  the  new  unit  is  that  it  will  place 
greater  emphasis  on  parental  involve- 


ment. As  they  are  usually  the  prime 
carers,  parents  will  be  actively  encour- 
aged to  participate  in  their  child's 
educational  management  by  attending 
workshops  as  well  as  assessment  peri- 
ods. They  will  also  be  able  to  make  use 
of  the  school's  resources,  including  the 
toy  library.  Facilities  will  be  available 
for  parents  to  stay  on  site  for  certain 
periods  for  a  nominal  charge. 

The  decision  to  extend  facilities  at 
Cheadle  Hulme  to  deaf-blind  children 
is  part  of  a  much  wider  initiative  by  the 
Royal  Schools  for  the  Deaf.  They  plan 
to  develop  a  school-based  support  serv- 
ice designed  to  offer  professional  help 
and  guidance  to  parents  and  L.E.A.s 
alike.  The  schools  will  supply  a  consul- 
tative framework  through  which  spe- 
cialist teachers,  care  staff  and  medical 
experts  can  work  together  to  provide  a 
global  diagnostic  and  assessment  serv- 
ice for  dual  sensory-impaired  children. 

Interested  parents  orL.E.A.  Officers 
wanting  further  information  should 
contact  either  Bev  McCracken  or 
Leighton  Reed  at  Cheadle  Hulme  on 
061  437  5951. 


New  Scheme  for 
Registration  of  Blindness 

A  new  scheme  for  the  registration  of  blindness  in  England  and  Wales  was 
introduced  on  April  1st.  The  new  form  for  registering  people  as  blind  or 
partially  sighted,  form  BD8,  is  now  available  from  local  social  services  de- 
partments. It  has  been  issued  with  recommendations  for  improving  the 
co-ordination  of  services  to  visually  handicapped  people. 

I  ''■.'.  now  form  has  neon  designed  to  provide  better  information  about 
visual  handicap  which  should  help  social  services  departments  provide 
\)i-Mc,T  services.  It  will  also  mean  that  the  Department  of  Health  will  hold 
adequate  information  on  the  incidence  of  visual  impairment  in  England 
and  Wales. 


Sense-East 
Open  Days 

Sense  East  is  holding  its  first  open  days 
at  the  Manor  House  on  20th  and  21st 
June.  Since  it  opened  in  1980  the  Manor 
House  has  flourished,  and  it  is  now 
recognised  as  a  centre  of  expertise  and 
a  major  resource  base  for  sensory  im- 
paired young  people.  A  key  to  its  suc- 
cess is  the  recognition  of  the  impor- 
tance of  working  collaboratively  with 
parents  and  statutory  agencies. 

The  first  day  (Wed  20th  June)  is  spe- 
cifically for  professionals  —  managers, 
field  staff,  day  centre  staff,  teachers, 
nursing  and  residential  staff  —  and 
offers  them  the  opportunity  to  see  the 
work  of  Sense  East  for  themselves.  This 
will  appeal  to  professionals  who  are 
perhaps  considering  using  the  services 
available  and  also  to  those  who  would 
like  to  attend  out  of  general  interest. 

Day  two  (Thurs  21st  June)  has  been 
set  aside  specifically  for  supporters  and 
helpers  without  whom  so  much  of  what 
has  been  achieved  would  not  have  been 
possible. 

The  on-site  programme  will  include 
sample  teaching  periods,  presentations, 
a  music  workshop  and  displays.  There 
will  also  be  demonstrations  of  some  of 
the  community  based  activities  the 
students  undertake,  such  as  PE,  dance 
and  skiing  for  which  transport  will  be 
provided.  A  minibus  will  provide  a 
shuttle  service  to  and  from  the  Manor 
House  craft  workshops  at  Werrington 
which  will  be  operating  and  open  to 
visitors.  Refreshments  will  be  available 
all  day. 

For  further  information,  please  con- 
tact David  Ford,  Regional  Director, 
Sense  East,  on  (0778)  344921. 
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Mobility  Allowance 

Extended  to 
Deaf-Blind  People 


After  seven  years'  campaigning  by 
Sense,  Mobility  Allowance  has  at  last 
been  extended  to  include  deaf-blind 
people.  As  from  11  April,  a  person  can 
qualify  if  "he  is  both  blind  and  deaf 
and,  by  reason  of  the  effect  of  those 
conditions  in  combination  with  each 
other,  he  is  unable,  with-out  the  assis- 
tance of  another  person,  to  walk  to  any 
intended  or  required  destination  while 
out  of  doors." 

In  effect,  this  means  that  a  deaf- 
blind  person  who  can  walk  but  needs 
help  to  get  to  their  destination  can  now 
qualify.  Under  the  old  rules,  a  deaf- 
blind  person  would  probably  only 
qualify  if  they  were  unable  to  walk  or  if 
balance  was  impaired. 

The  amendment  to  the  Regulation 
that  introduced  the  extension  states 
that  a  person  is  "blind  only  where  the 
degree  of  disablement  resulting  from 
loss  of  vision  amounts  to  100  per  cent" 
and  that  a  person  is  "deaf  only  where 
the  degree  of  disablement  resulting  from 
loss  of  hearing  amounts  to  not  less  than 
80  per  cent,  on  a  scale  where  100  per 
cent  represents  absolute  deafness". 

These  definitions  are  misleading 
because,  as  it  actually  states  on  the  new 
claim  form,  you  do  not  have  to  be  to- 
tally deaf  and  blind  to  qualify.  Fortu- 
nately, new  guidance  notes  given  to 
examining  doctors  and  decision  mak- 
ers make  this  clear,  and  it  is  important 
that  claimants  are  aware  of  this. 

For  Mobility  Allowance  purposes, 
an  assessment  of  blindness  with  a  de- 
gree of  disablement  of  100  per  cent  will 
be  made  if  finger  counting  is  not  pos- 
sible beyond  one  foot,  or  if  testing  with 
visual  charts  shows  the  vision  to  be  less 
than  6/60  Snellen  usingboth  eyes  whilst 
glasses  are  used.  Less  than  6/60  Snellen 
is  one  of  the  definitions  for  registration 
as  partially  sighted.  In  other  words, 
"blind"  will  include  many  people  who 
are  partially  sighted. 

Similarly,  an  assessment  of  deafness 
with  a  degree  of  disablement  of  80  per 
cent  will  be  deemed  if  the  claimant  is 
unable  to  hear  and  understand  a  simple 
shouted  command  beyond  one  metre 
(three  feet)  using  both  ears  with  aids.  In 
making  this  assessment,  account  should 
be  taken  of  the  effect  of  background 
noise  on  hearing  when  going  to  a  desti- 
nation out  of  doors. 

In  other  words,  it  ought  to  be  pos- 
sible to  qualify  if  you  can  understand 
speech  in  a  quiet  environment  but  not 


in  a  noisy  one.  Ideally,  the  hearing  test 
should  be  conducted  outside. 

People  who  are  already  in  receipt  of 
Attendance  Allowance,  may  make  a 
successful  claim  for  Mobility  Allow- 
ance without  the  need  for  a  further 
assessment.  If  not,  then  the  assessment 
will  include  tests  both  for  Mobility 
Allowance  as  a  result  of  being  "unable 
to  walk  or  virtually  unable  to  do  so" 
and  the  new  extension  to  deaf-blind 
people  as  outlined  above.  As  well  as 
the  sight  and  hearing  test,  the  deaf- 
blind  assessment  will  include  a  walk- 
ing test  which  should  include  the  abil- 
ity to  reach  a  destination  without  assis- 
tance from  another  person. 

How  To  Make  A  Claim 

A  claim  for  Mobility  Allowance  may  be 
made  by  completing  one  of  the  new 
NI211  (April  1990)  forms  which  are 
available  from  local  Social  Security 
offices. 

Deaf-blind  claimants  should  tick  the 
appropriate  box  to  indicate  their  dis- 
ability. Alternatively,  a  claim  can  be 
made  simply  by  writing  to  your  local 
DSS  office  saying  that  you  wish  to  make 
a  claim  and  that  you  are  deaf  and  blind. 
An  adult  can  make  a  claim  on  behalf  of 
a  child  or  someone  who  is  unable  to 
claim  for  themselves. 

If  the  claimant  is  required  to  attend 
a  medical  examination  for  assessment 
purposes,  then  they  or  the  person 
making  the  claim  on  their  behalf  is 
advised  to  prepare  what  they  are  going 
to  say  to  the  examining  doctor  or  medi- 
cal board  about  the  walking  difficulties 
and  the  need  for  assistance  and  guid- 
ance. 

The  Government  have  stated  that 
the  change  in  the  regulations  is  in- 
tended to  cover  all  those  people  with 
dual  sensory  impairment  whose  inde- 
pendent walking  is  severely  limited 
and  they  have  promised  to  monitor 
claims  for  at  least  a  year  to  see  if  the  new 
regulations  achieve  the  desired  result. 

Sense  and  the  other  organisations 
who  have  been  involved  in  the  Mobil- 
ity Allowance  Campaign  believe  that 
the  Regulations  themselves  should 
include  the  assessment  given  in  the 
guidance  notes  to  remove  any  confu- 
sion. 

If  you  have  any  difficulties  in  mak- 
ing a  claim,  or  need  any  advice,  contact 
Maria  Hatzipetrou,  Advisory  Officer  at 
Sense  Head  Office. 


Benefit  Changes 

In  addition  to  the  extension  of 
Mobility  Allowance  (see  main 
item)  the  rule  that  prevents  people 
from  claiming  Attendance  Allow- 
ance for  children  under  two  years 
is  going  to  be  abolished.  This  will 
mean  that  anyone  of  any  age  can 
claim  Attendance  Allowance  if 
they  fulfil  the  criterion  of  needing 
attention  or  supervision  and  have 
required  this  for  six  months. 

Anyone  receiving  Income  Sup- 
port who  has  a  disabled  child  will 
receive  an  increase  in  their  pres- 
ent disability  premium.  This  more 
than  doubles  the  premium  of  £6.50 
by  raising  it  to  £15.40  per  week. 


As  from  October  1990  a  carer's 
premium  of  £10  per  week  will  be 
introduced  into  Income  Support 
for  those  people  claiming  Invalid 
Care  Allowance  and  Income 
Support.  This  means  that  it  will 
be  worth  claiming  both  benefits 
whereas  in  the  past  there  was  no 
financial  advantage  in  doing  so.  If 
you  think  you  would  qualify  for 
Invalid  Care  Allowance,  do  get 
your  claim  in  now,  ready  for  the 
change  in  October. 

For  further  information  or  leaf- 
lets about  these  benefits  you 
should  contact  your  local  Social 
Security  Office.  You  will  find  the 
address  in  the  phone  book  under 
Social  Security  or  Health  and 
Social  Security.  Dept  of. 

A  new  edition  of  the  Disability 
Rights  Handbook,  which  incor- 
porates all  the  recent  benefit 
changes,  is  now  available  from 
Disability  Alliance,  25  Denmark 
St.  London  VVC2  8NJ.  Price  £4.00 
including  postage  and  packing. 
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New  Training 
Consultant 

Anne  de  Voil  has 
joined  Sense  East 
as  Training  and 
Advice  Consultant 
for  the  region. 

This  new  post 
was  created  to  res- 
pond to  the  steady 
flow  of  requests 
from  Social  Serv- 
ices and  other  agencies  for  guidance  in 
working  with  multi-sensorily  impaired 
young  adults.  Anne  expects  to  work 
mainly  in  support  of  individuals  in  the 
community  but  she  will  also  provide 
training  for  staff  groups. 

She  comes  from  secondarv  educa- 
tion, mostly  as  a  Head  of  Department 
for  the  I.L.E.A.  in  Southwark.  Some 
counselling  training  was  invaluable  and 
led  to  extra  liaison  work  with  parents, 
colleagues  and  local  authority  staff.  She 
particularly  enjoyed  co-tutoring  in- 
service  courses  for  teachers,  hence  part 
of  the  attraction  of  her  new  job. 

Abbots  Leigh 
Centre  Opens 

The  Abbots  Leigh  Societv.  a  small  reg- 
istered charity  which  provides  practi- 
cal help  and  recreational  opportunities 
for  multi-handicapped  people,  has 
opened  its  first  residential  centre. 

Based  in  Glastonbury,  the  Leigh 
Centre  offers  full  time  residential  pro- 
vision for  five  young  sensory  impaired 
multihandicapped  people  who  may 
come  from  anywhere  in  the  country. 

The  Centre  provides  education  and 
training  in  self-help  and  independence 
skills,  prevocational  and  vocational 
training,  work  experience,  communi- 
cation skills  and  leisure  and  recreation 
activities.  There  is  also  a  workshop 
nearby  where  the  young  people  are 
taught  craft  skills;  items  made  here  are 
sold  in  a  shop  in  Glastonbury'.  The  day 
and  leisure  facilities  are  also  available 
for  use  by  sensory  impaired  multihan- 
dicapped people  who  live  locally. 

When  fully  operational  the  centre 
will  have  17  staff,  although  the  resi- 
dents themselves  are  expected  to  help 
in  the  running  of  both  the  centre  and 
the  shop.  After  a  two  week  induction 
programme,  the  staff  have  a  weekly 
training  session.  Residents'  progress 
and  activities  are  reviewed  on  a  regular 
basis  to  ensure  that  they  continue  to 
lop  towards  their  full  potential. 

for  further  information,  contact  Jane 
Evaat,  Director,  The  Leigh  Centre,  2 
Gable*,  Street  Road.  Glastonbury, 
Somerset,  BA6  9EG,  tel:  0458  34211. 


Sense  South  West 


Jodie  McGill  interprets  for  Graham  Hicks  in  the  company  of  Peter  Holman  and 
Lord  Clifford  at  the  launch  of  Sense  South  West's  appeal 


Appeal  Launched  for  Exeter 
Project 

Sense  South  West  has  launched  an 
appeal  to  raise  £150,000  for  a  new  resi- 
dential centre  to  be  built  in  Exeter. 
The  launch  took  place  in  early  April  at 
the  Exeter  Guildhall  hosted  by  the  city's 
mayor,  Mrs  D  Bess. 

Guests  included  local  businessmen, 
parents  and  friends.  Speeches  were 
given  by  Graham  Hicks,  Development 
Officer  at  Sense  head  office,  himself 
deaf  and  blind,  who  stressed  the  indi- 
viduality of  disabled  people  and  the 
need  to  recognise  their  abilities,  and  bv 
Lord  Clifford  of  Chudleigh,  one  of  the 
project's  most  esteemed  patrons. 

Lord  Clifford  spoke  of  the  need  to 
support  the  more  vulnerable  members 
of  our  society  and  announced  the  set- 
ting up  of  the  Clifford  Society  for  Sense 
which  will  support  the  development  of 
the  centre  and  its  future  operation  . 

The  Society  will  be  launched  offi- 
cially later  in  the  year  at  a  members' 
reception  to  be  held  at  Ugbrooke  Park, 
Chudleigh. 

Regional  Appeals  Manager 

Tony  Warren  has  been  appointed  Re- 
gional Appeals  Manager  for  the  South 
West  region.  This  appointment  repre- 
sents an  important  step  in  gaining  both 
financial  support  and  awareness  for 
the  work  of  Sense  and  specifically  for 
the  Exeter  residential  project.  Tony  will 
be  building  on  the  foundations  already 
laid  by  the  South  West  branch.  He  can 


be  contacted  at  the  Sense  South  West 
office  on  0626  64079. 

Regional  Development 
Committee 

The  work  of  Sense  South  West  Re- 
gional Office  and  the  Sense  South  West 
Branch  is  now  supported  by  a  Regional 
Development  Committee.  The  Commit- 
tee comprises  representatives  from 
health,  education  and  social  services, 
parents  and  Branch  members.  Their 
brief  is  to  monitor  all  aspects  of  Sense's 
work  in  the  region. 


New  Sense 
Charity  Shops 

A  new  Sense  shop  opened  at  the  be- 
ginning of  June  in  Hayes.  Kent,  and 
a  further  one  will  open  later  this 
month  in  Weoley  Castle,  Birming- 
ham. This  will  bring  the  total 
number  of  Sense  charity  shops  now 
trading  up  to  14,  ten  in  England  and 
two  in  Scotland.  We  plan  to  open 
our  fifteenth  in  Dover  later  this 
summer. 

Ultimately,  we  aim  to  have  up  to 
50  shops  in  areas  where  Sense  al- 
ready has  a  presence.  The  existing 
shops  are  proving  profitable  and  an 
important  source  of  income  for  the 
charity.  If  there  is  a  Sense  shop  near 
you,  please  support  it. 
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Sign  Posts 


The  first  major  inspection  of  the  serv- 
ices provided  for  deaf-blind  people  by 
local  authorities  has  been  carried  out 
by  the  Social  Services  Inspectorate  of 
the  Department  of  Health.  Its  findings 
are  now  available  in  a  report  entitled 
"Sign  Posts". 

Forty-three  adult  deaf-blind  people 
and  six  Social  Services  Departments 
across  the  country  took  part  in  the  in- 
spection, which  also  considered  the 
views  of  local  voluntary  agencies  in- 
volved with  deaf-blind  people,  includ- 
ing Sense. 

The  report  found  that  most  deaf- 
blind  people  appreciated  what  local 
social  services  departments  were  trying 
to  achieve,  but  felt  they  would  like 
more.  It  went  on  to  state  that  most  of  the 
local  authorities  inspected  had  failed 
to  set  aside  adequate  funds  for  services 
for  deaf-blind  people  because  they  had 
not  collected  sufficient  information 
about  what  was  needed. 

The  two  main  areas  of  concern  for 
the  deaf-blind  people  interviewed  were 
transport  and  information.  Most  com- 
plained that  the  cost  and  shortage  of 


SOCIAL  SERVICES  INSPECTORATE 

SIGN  POSTS 

LEADING  TO  BETTER  SOCIAL  SERVICES 
FOR  DEAF-BUND  PEOPLE 


DEPARTMENT  OF  HEALTH 


transport,  and  the  lack  of  mobility  train- 
ing to  enable  them  to  move  around 
safely  had  increased  their  feelings  of 
isolation,  and  this  had  been  further 
compounded  by  the  scarcity  of  infor- 
mation on  local  authority  matters 
printed  in  braille. 


The  Inspectors  have  made  three 
major  recommendations  to  help  relieve 
the  problems  described.  They  advise 
that  a  senior  officer  should  be  respon- 
sible for  services  to  deaf-blind  people, 
that  a  guide-help  scheme  should  be 
established  and  that  more  information 
about  the  services  on  offer  should  be 
produced  in  the  appropriate  forms. 

These  guidelines  have  been  wel- 
comed by  Sense,  which  was  pleased  to 
note  that  the  Inspectorate  has  taken 
into  account  recommendations  for  serv- 
ice improvements  made  in  the  report 
Breaking  Through,  by  the  Deaf-Blind 
Services  Liaison  Group,  of  which  Sense 
is  a  member. 

The  Group  plans  to  make  a  formal 
response  to  "Sign  Posts",  which  will  be 
reproduced  in  a  future  edition  of  Talk- 
ing Sense. 

Sign  Posts:  Inspection  of  personal 
social  services  for  deaf-blind  people  is 
available  from: 

DHSS  Store,  Health  Publications 
Unit,  Site  No.  2,  Manchester  Road, 
Heywood,  Lanes  OT1  O  2PL. 


Young  Deaf  Achievers 


Entry  is  now  open  for  the 
Young  Deaf  Achiever  Awards 
which  this  year  are  sponsored 
by  British  Telecom. 

This  is  the  third  year  of  the 
Awards  which  were  set  up  to 
show  that  many  deaf  young 
people  can  achieve  a  great  deal 
despite  their  disability  and  that 
their  success  is  an  inspiration 
to  others. 

In  the  first  stage,  winners 
will  be  selected  by  a  panel  of 
judges  at  a  regional  level.  The 
three  overall  winners  will  be 
selected  from  the  regional  fi- 
nalists at  the  Awards  Lunch- 
eon in  London. 

Previous  winners  have  in- 
cluded Catherine  Clough  who, 
though  profoundly  deaf,  be- 
came a  fully  qualified  art  and 
design  teacher  of  hearing  chil- 
dren, and  Graham  Hicks  who 
is  deaf  and  blind  but  through 
his  work  for  Sense  has  made  an  out- 
standing contribution  to  the  work  for 
deaf-blind  people. 

The  Awards  Luncheon  will  be  held 
in  early  July  and  it  is  hoped  that  the 
Princess  of  Wales  will  once  again  at- 
tend to  present  the  awards.  The  scheme 
is  organised  by  Deaf  Accord,  a  consor- 
tium of  charities  for  deaf  people  which 
includes  Sense. 

If  you  know  of  a  deaf,  deaf-blind  or 


Catherine  Clough,  Young  Deaf  Achiever  '89 


hard-of-hearing  person  between  the 
ages  of  16  and  29  who  you  feel  has 
achieved  something  exceptional  in  any 
field  -  career,  sport,  bravery,  scholar- 
ship -  then  use  the  form  enclosed  with 
this  issue  to  make  your  nomination. 
Completed  forms  should  be  sent  to 
Maggie  Mooge,  YDA  '90  Co-ordinator, 
311  Gray's  Inn  Road,  London  WClX 
8PT,  by  31  August  1990. 


Peer  highlights 
Immunisation 
Shortcomings 

Lord  Clifford's  maiden  speech  to  the 
House  of  Lords  at  the  beginning  of  April 
highlighted  the  shortcomings  of  the 
current  British  infant  immunisation 
system,  stating  that  in  terms  of  vaccine 
uptake,  the  UK  currently  ranks  only 
21st  in  the  European  World  Health 
Organisation  region. 

Referring  to  the  Peckham  Report 
which  outlines  how  best  preventable 
child  diseases  can  be  avoided,  Lord 
Clifford  drew  attention  to  the  Report's 
proposed  'recall'  system  which  would 
help  to  ensure  that  the  UK  reached  the 
World  Health  Organisation's  target  of 
90%  immunisation  coverage. 

Lord  Clifford,  who  is  himself  regis- 
tered blind,  spoke  of  the  value  of 
immunisation  in  preventing  handicap 
through  Rubella  (German  Measles)  and 
children  being  born  who  are  both  deaf 
and  blind.  He  paid  tribute  to  the  work 
done  by  Sense  who  have  campaigned 
consistently  on  Rubella  immunisation 
and  MMR  (measles,  mumps  and  ru- 
bella) immunisation. 

Lord  Clifford  also  stressed  the  eco- 
nomic value  of  an  effective  immunisa- 
tion programme  compared  to  the  cost 
of  disability,  both  to  the  family  and  the 
state:  "To  bring  up  a  Rubella  child  is 
not  only  demanding,  tiring  and  frus- 
trating but  also  a  'full  time  job'". 
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Help  with  the 

cost  of  disability  - 
new  arrangements 


The  Department  of  Social  Security  has  made  changes  to 
give  more  people  help  with  the  costs  of  being  disabled: 

•  Help  for  severely  disabled  babies.  Attendance  Allowance 
can  now  be  paid  for  babies  under  two  years  who  need  a  lot  of 
looking  after  well  beyond  normal  requirements. 

•  People  who  are  both  deaf  and  blind  may  get  a  Mobility 
Allowance  of  £26.25  a  week. 

•  Extra  help  for  disabled  people  on  Income  Support, 
Housing  Benefit  or  Community  Charge  Benefit  means  more 
people  qualify.  Weekly  disability  premiums  have  gone 
up  to  £15.40  for  single  people,  £22.10  for  couples  and  £15.40 
for  disabled  children. 

•  Carers  may  be  able  to  qualify  for  Invalid  Care  Allowance 
payments  with  weekly  earnings  of  up  to  £20. 

•  People  who  get  Invalidity  Benefit,  Sickness  Benefit  or 
Severe  Disablement  Allowance  can  keep  their  full  benefit 
money  when  they  go  on  employment  rehabilitation  courses. 

If  you  want  more  information  or  advice  about  the  benefit 
changes,  call  in  at  your  local  Social  Security  office,  HHJj^p 

ring  Freeline  Social  Security  on  0800  666  555  or  send  igfl 

in  the  FREEPOST  coupon  below. 


Fl«a*<  wnd  me  more  informal  ion  and  an  applic 
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Special  Children  and 
the  1988  Education  Act 


In  1983  the  Department  of  Education 
and  Science  issued  a  circular  on  assess- 
ment and  the  statements  of  special  needs 
made  under  the  Education  Act  1981 
(Circular  1/83).  Over  the  next  six  years, 
LEAs  and  parents  learned  about  both 
the  strengths  and  weaknesses  of  that 
Circular,  and  as  a  result  of  information 
given  to  the  House  of  Commons  Select 
Committee  which  looked  at  the  imple- 
mentation of  the  1981  Education  Act,  it 
was  decided  that  a  revised  form  of  that 
Circular  should  be  issued  (DES  Circu- 
lar 22/89). 

Circular  1/83  spoke  in  strong  terms 
of  a  "partnership  between  teachers, 
other  professionals  and  parents". 
However,  subsequent  experience 
clearly  showed  that  this  did  not  always 
work  as  envisaged  by  the  DES.  It  ap- 
pears that  the  balance  of  power  be- 
tween parents  and  local  authorities  was 
such  as  to  make  this  idea  of  partnership 
unrealistic.  And  even  in  cases  where 
parents  were  encouraged  by  local  au- 
thorities to  become  involved  in  state- 
menting  procedures,  parents  were  not 
always  able  to  take  advantage  of  this 
opportunity. 

To  redress  the  balance,  Circular  22/ 
89  places  new  responsibilities  on  local 
authorities  to  ensure  that  parents  are 
more  closely  involved  in  the  assess- 
ment and  statementing  procedures: 

•  the  LEA  must  give  full  information 
to  parents  about  their  rights  during 
the  assessment  process; 

•  where  appropriate,  the  opinions  of 
the  children  and  young  people  un- 
dergoing assessment  must  be  sought; 

•  full  and  accurate  descriptions  of  the 
children's  special  needs  must  be 
given  in  Statements; 

•  new  advice  on  integration  is  avail- 
able for  parents  seeking  a  place  in  an 
ordinary  school  for  their  child  with 
special  needs; 

•  the  new  Circular  actually  lists  points 
that  must  be  covered  in  the  local 
education  authorities'  Information 
to  Parents  booklets.  LEAs  have  been 
directed  to  use  plain  English,  and 
special  education  leaflets  must  also 
be  published  in  the  languages  of 
ethnic  minority  groups.  LEAs  must 
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also  make  special  arrangements  for 
parents  with  hearing,  sight,  reading 
or  other  difficulties; 

•  LEAs  now  have  to  include  the  names, 
addresses  and  telephone  numbers  of 
various  staff  with  whom  discussions 
can  be  held  during  the  assessment 
period. 

Possibly  more  important  to  parents  of 
deaf-blind  and  multiply-handicapped 
children  is  the  strong  advice  given  to 
LEAs  that  they  should  refer  parents  to 
organisations  which  can  help  them  with 


appeals  and  should  "indicate  where 
these  services  are  free  of  charge." 

Regarding  the  support  provided  by 
outside  bodies  to  parents  who  wish  to 
provide  information  relevant  to  the 
assessment  of  their  child,  the  new  Cir- 
cular states  that  "parental  representa- 
tion may  take  the  form  of  evidence 
submitted  by  another  person  or  organi- 
sation and  may  include  the  opinion  of 
others  known  to  the  child."  This  has 
done  away  with  the  uncertainty  of  the 
original  1983  Circular,  which  did  not 
make  it  clear  to  parents  that  they  could 
include  relevant  information  from 
people  who  knew  their  child  from 
outside  the  educational  situation. 

Again,  the  original  Circular  stated 
that  "some  forms  of  psychological  test- 
ing may  need  to  be  carried  out  without 
the  presence  of  observers,  including 
parents."  This  resulted  in  some  profes- 
sionals actually  excluding  parents  from 
the  examination  of  their  children.  It 
should  be  noted  that  the  Education  Act 
1981  gives  parents  an  absolute  right  to 
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The  new  Circular  supports  this  bv  stat- 
ing that  "parents  should  be  made  aware 
that  some  forms  of  psychological  test- 
ing might  be  best  carried  out  without 
the  presence  of  any  observers,  although 
they  may  insist  on  exercising  their  right 
to  attend." 

The  new  Circular  also  clarifies  the 
situation  of  parents  attending  meetings 
with  LEA  officers  following  the  pro- 
duction of  a  draft  Statement.  The  Circu- 
lar emphasises  that  "such  a  meeting  is 
the  parenfs  opportunity  to  question 
the  LEAs  advisers  and  gain  further  in- 
formation on  their  reasoning,  to  put  his 
or  her  own  point  of  view  and  to  chal- 
lenge proposals  if  so  desired."  It  should 
be  noted  that  although  parents  do  not 
have  a  legal  right  to  attend  meetings 
other  than  those  set  up  following  the 
production  of  the  draft  Statement.  Cir- 
cular 22  89  highlights  the  importance 
of  involving  parents  in  meetings  as  often 
as  possible,  particularly  their  case 
conferences  prior  to  the  writing  of  a 
draft  Statement.  LEAs  are.  moreover, 
encouraged  to  accept  friends  and  ad- 
visers of  the  parents  at  such  meetings. 

Regarding  the  annual  re  vie  w  of  State- 
ments, the  Circular  informs  the  LEAs 
that  "the  views  of  the  child's  parents... 
should  be  included  in  formulating  the 
outcome  of  the  review  and  their  atten- 
dance at  review  [is  to  be]  encouraged. " 

As  mentioned  above,  the  new  Circu- 
lar emphasises  that  children  and  voung 
people  should  be  regarded  as  active 
participants  in  the  assessment  proce- 
dure. It  states,  "the  feelings  and  percep- 
tions of  the  child  should  be  taken  into 
account",  and  "older  children  and 
young  persons  should  be  able  to  share 
in  discussions  on  their  needs  and  anv 
proposed  provision. "  The  Circular  goes 
on  to  say  that,  wherever  practical,  the 
children  and  young  people's  views 
should  be  included  in  the  review  and. 
where  appropriate,  they  should  be 
encouraged  to  accompanv  their  par- 
ents in  attending  reviews.  Moreover,  it 
also  states  that  parental  evidence  should 
include  any  representations  the  child 
may  make. 

Cher  the  past  few  years,  evidence 
has  been  collected  to  show  that  some 
local  education  authorities  have  mis- 
represented individual  children's  spe- 
cial educational  needs  when  thev  are 
drafting  Statements  under  the  Educa- 
tion Act  1981  so  that,  on  paper,  the 
children's  needs  appear  to  match  the 
existing  provision.  The  new  Circular 
attacks  the  practice  of  limiting  the  State- 
ments to  such  needs  as  to  keep  within 
the  provision  which  is  available  within 
an  authority.  The  Circular  insists  that 
any  discrepancies  between  a  child's 
needs  and  the  provision  available 
within  an  authority  must  not  be  glossed 


over  in  that  child's  Statement.  The 
Statement  must  "include  reference  to 
all  special  educational  needs  identi- 
fied, whether  or  not  the  LEA  feels  able 
to  make  provision  for  those  needs." 

Although  this  may  be  of  interest  to 
only  a  few  parents  of  deaf-blind  or 
multiply-handicapped  children,  the 
Circular  advises  LEAs  that  "for  those  in 
special  schools,  the  option  of  a  sup- 
ported mainstream  placement  should 
be  considered."  This  will  give  support 
to  parents  who  consider  that  their  chil- 
dren's special  needs  can  be  met  within 
mainstream  schools.  Moreover,  the 
Circular,  in  referring  to  the  1 944  Educa- 
tion Act.  restates  the  general  principle 
that  "pupils  should  be  educated  in 
accordance  with  their  parents' wishes." 

Arising  from  the  same  1944  Act. 
T.FAs  must  also  inform  parents  of  their 
rights  under  Section  68  and  99  of  the 
Act  to  make  formal  complaints  against 
an  LEA  when  they  think  it  is  acting 
unreasonably  or  when  the  authoritv 
appears  to  be  failing  in  its  legal  dutv. 
Many  local  education  authorities  are 
doing  their  utmost  to  ensure  that  chil- 
dren with  special  needs  will  receive 
appropriate  education  despite  the  fi- 
nancial difficulties  which  the  author- 
ity may  face.  However,  we  provide  a 
checklist  below  of  the  information 
which  should  be  made  available  to  vou 
and  which  you  should  be  prepared  to 
insist  upon  from  your  LEA.  if  not  of- 
fered: 

a)  full  information  about  vour  rights  as 
parents  during  the  assessment  proc- 
ess: 

b)  information  on  how  vour  child  can 
be  fully  involved  in  assessments,  if 
appropriate: 

c)  a  full  and  accurate  description  of 
your  child's  special  educational 
needs  in  the  Statements: 


d)  information  about  the  range  of  spe- 
cial education  provision  available: 

e)  names,  addresses  and  telephone 
numbers  of  the  various  staff  with 
whom  discussions  can  be  held  dur- 
ing the  assessment  process: 

f)  details  of  voluntary  bodies  who 
would  be  able  to  help  you  in  vour 
discussions  with  the  local  educa- 
tion authority: 

g)  confirmation  that  you  may  be  pres- 
ent at  any  examination  of  vour  child 
if  you  so  desire: 

h)  information  on  how  you  can  be  more 
closely  involved  in  the  process  of 
assessment  and  in  decision-making 
through  case  conferences; 

i)  information  on  how  to  take  advan- 
tage of  the  formal  complaints  proce- 
dures when  you  consider  an  LEA  is 
acting  unreasonably  or  failing  in  its 

In  conclusion,  we  should  not  forget 
that  the  Circular  also  provides  a  dead- 
line of  sLx  months  for  assessment  to  be 
carried  out  on  a  child  with  special  needs 
referred  to  them,  and  that  under  Regu- 
lation 14' 89  schools  must  be  prepared 
to  report  on  the  amounts  of  time  spent 
on  different  "curriculum  subjects"  whe- 
ther the  child  has  special  needs  or  not. 
Keeping  abreast  of  the  requirements 
and  the  opportunities  afforded  bv  the 
Education  Reform  Act  1988  and  Circu- 
lar 22  89  is  not  easy.  If  you  do  need 
help  in  obtaining  the  right  kind  of 
education  to  meet  the  special  needs  of 
your  child,  you  can  contact  other  par- 
ents through  Sense  branches  or  contact 
me  at  Sense's  Head  Office.  As  in  the 
past,  it  is  only  by  working  together  and 
seeking  the  best  way  of  using  the  exist- 
ing educational  system  that  we  will  be 
able  to  obtain  the  optimum  form  of 
education  for  our  deaf-blind  children. 


ADVERTISE  ME  XT 

Halliwick  College 

Starting  in  September  1990,  a  day  course  of  further  education  for 
students  of  16  plus  with  profound  difficulties  and  sensory  loss.  To 
provide  a  stimulating  and  conducive  atmosphere  for  continued  growth, 
and  to  act  as  an  assessment/resource  unit. 

The  course  will  revolve  around  the  speech  therapy  department  to 
ensure  specialist  input  and  support  m  all  areas. 

Intensive  training  m  interactive  and  communication  alalia  is  offered 
within  the  context  of  a  varied  course  including:  social  skills  training, 
physiotherapy,  computer  work,  art,  drama,  personal  development  and 
use  of  sensory  stimulation  resources. 

For  further  details  please  contact:  Julie  Durham,  College  Manager,  or 
Marion  Sampson,  Assessment  Manager,  Halliwick  College,  Bush  Hill 
Road,  London  N21  2DU.  Tel:  081  360  2442.  Halliwick  is  administered  by 
•CAN. 
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Provision  for  Deaf- 
Blind  People  in  Russia 


Provision  for  deaf-blind  people  in 
Russia  has  developed  successfully  for 
many  years  under  the  umbrella  of  VOS 
(the  All  Russia  Association  for  the 
Blind).  This  has  ensured  continued 
growth  while  services  for  many  other 
groups  of  disabled  people  have  stag- 
nated until  the  recent  advent  of  Peris- 
troika. 

In  1978,  a  specialist  department  was 
founded  within  the  VOS  with  the  aim 
of  promoting  services  specifically  for 
deaf-blind  people. 

This  deaf-blind  department  remains 
part  of  VOS  although  they  would  like 
independent  status.  It  consists  of  a  team 
of  seven  workers  led  by  Serge  Seropkin 
who  is  himself  deaf-blind.  Their  main 
aim  is  to  promote  the  independence  of 
deaf-blind  people.  They  are  currently 
researching  the  incidence  of  deaf-blind- 
ness: a  1980  survey  identified  1,360 
deaf-blind  people  in  Russia,  but  since 
then  several  hundred  people  have  been 
added  to  the  register  and  a  new  survey 
employing  more  sophisticated  meth- 
ods of  data  collection  will  take  place  in 
1990.  Two  books  have  been  written  by 
the  department,  one  on  communica- 
tion and  another  on  social  aspects.  A 
third  book  about  classification  and 
statistics  is  currently  being  prepared. 
They  are  also  undertaking  translations 
into  Russian  of  relevant  foreign  publi- 
cations. 

Another  area  of  the  department's 
work  is  the  development  of  a  new  clas- 
sification system.  The  definition  will 
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be  based  on  a  combination  of  severe 
visual  handicap,  severe  hearing  loss, 
severe  communication  difficulties, 
problems  with  orientation,  mobility, 
education  and  with  reception  of  infor- 
mation from  the  mass  media. 

Provision  for  Adults 

On  the  face  of  it,  the  percentages  for 
adult  provision  indicate  a  high  level  of 
support  for  deaf-blind  adults.  It  is  said 
that  43  per  cent  of  deaf-blind  people  in 
the  Soviet  Union  are  working,  the 
majority  of  them  in  factories  run  by  the 
VOS.  Those  that  are  not  working  are 
theoretically  still  supported  through 


local  VOS  enterprises,  which  are  re- 
quired to  provide  employment  and  care 
for  any  deaf-blind  person  living  in  their 
area.  The  level  of  care  is  not  clear,  but  it 
seems  usual  to  provide  local  meeting 
rooms  where  deaf-blind  people  can 
gather  and  activities  be  planned. 

There  is  no  indication  as  to  whether 
any  of  these  deaf-blind  people  have 
additional  learning  difficulties  -  or 
indeed  whether  the  research  carried 
out  by  the  deaf-blind  department  in- 
cludes those  with  additional  learning 
difficulties. 

Provision  for  Children 

The  only  real  educational  provision  for 
deaf-blind  children  in  the  USSR  is 
located  at  a  school  in  Zagorsk,  situated 
80km  from  Moscow.  There  does  not 
appear  to  be  any  other  provision  apart 
from  occasional  groups  of  deaf-blind 


children  with  additional  disabilities  in 
schools  for  the  mentally  handicapped. 
These  children  would  attend  the  school 
at  Zagorsk  if  they  were  thought  able. 
There  are  55  children  in  the  school, 
aged  5-18  years,  and  a  further  group  of 
21  adult  ex-pupils  working  in  a  nearby 
factory  under  the  guardianship  of  the 
school.  The  students  are  supported  by 
a  staff  of  120, 66  of  whom  are  educators. 
The  causes  of  deaf-blindness 
amongst  the  client  group  are  mainly 
genetically   based,   including   Usher 
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Syndrome.  Rubella  did  not  seem  to  be 
a  major  cause  of  disability  at  the  school. 
This  is  significant  because  the  children 
in  Zagorsk  were  generally  very  able 
young  people,  who  in  England  would 
be  placed  in  schools  for  the  deaf  with 
back-up  from  a  teacher  of  the  visually 
handicapped. 

The  children  at  Zagorsk  work  a  six 
day  week  for  ten  and  a  half  months  per 
year,  with  a  six  week  annual  break.  The 
reason  for  this  is  that  distances  are 
immense  in  the  USSR,  so  travelling  is 
often  problematic.  The  children  work 
in  groups  of  three,  and  the  education 
programme  concentrates  on  the  devel- 
opment of  language.  Fingerspelling  is 
the  main  form  of  manual  communica- 
tion, but  development  of  speech  is  seen 
as  extremely  important.  The  children 
also  pursue  a  full  range  of  activities  but 
staff  at  Zagorsk  feel  that  there  is  a  need 
for  further  emphasis  on  social  skills.  It 
is  hoped  that  the  proposed  move  to 
new  premises  will  help  them  develop 
this  area  significantly. 

Our  overall  impressions  of  this 
school  were  extremely  positive.  The 
children  are  obviously  very  happy,  very 
supportive  of  each  other,  and  tremen- 
dously communicative  and  inquisitive. 
The  staff  were  cheerful  and  committed 
making  it  a  pleasure  to  visit  them. 

Previous  visitors  to  this  centre  have 
given  the  impression  that  staff  at  Zag- 
orsk are  achieving  results  with  deaf- 
blind  children  which  are  far  in  advance 
of  anything  we  manage  in  the  UK.  I  do 
not  think  this  is  the  case.  The  staff  in 
Zagorsk  are  obtaining  good  results  but 
with  a  client  group  which  would  not  be 
found  in  the  centres  for  deaf-blind 
children  in  this  country.  In  Zagorsk,  I 
met  only  one  'traditional'  deaf-blind 
child,  that  is  to  say  Rubella  handi- 
capped. She  was  the  first  such  child  to 
attend  the  school  and  the  staff  felt  they 
lacked  the  knowledge  of  how  to  work 
with  her.  I  believe  the  UK  can  learn 
from  Zagorsk  with  regard  to  the  teach- 
ing of  more  able  deaf-blind  children 
but  similarly,  there  is  much  the  USSR 
can  learn  from  us.  To  compare  the  suc- 
cess of  our  work  with  Rubella  deaf- 
blind  children  with  their  work  with 
able  deaf-blind  children  is  not  really 
relevant. 

Research 

Research  into  dual-sensory  impairment 
in  the  USSR  is  centred  at  the  Depart- 
ment of  Pedagogy  at  Moscow  Univer- 
sity. The  deaf-blind  department  is  one 
of  20  undertaking  research  into  differ- 
ent areas,  such  as  the  blind,  the  par- 
tially sighted  and  the  deaf.  The  deaf- 
blind  section  is  lead  by  Professor  Val- 
who  spoke  at  the  1989 
European  Conference  held  in  Warwick. 
Professor  rjbulkov's  team  works  witb 


the  school  of  Zagorsk  to  provide  an 
assessment  service  for  all  known  deaf- 
blind  children  in  the  Soviet  Union. 
This  is  an  excellent  arrangement,  as  it 
combines  assessments  for  both  medi- 
cal and  educational  aspects.  The  de- 
partment also  conducts  research  into 
medical  and  educational  aspects  of  deaf- 
blindness  and  provides  staff  training 
input.  Research  into  Usher  Syndrome 
at  the  Institute  is  led  by  Galina  Buntin. 

The  Experimental  Class 

One  aspect  of  Professor  Chulkov's  work 
centres  on  a  group  of  five  children  who 
are  based  in  a  school  for  the  deaf,  situ- 
ated near  the  Institute.  This  is  an  ex- 
perimental group  made  up  of  pupils 
from  the  Zagorsk  school  who  were 
under-achieving  in  that  environment. 
The  children  are  given  extra  tuition  to 
improve  their  particular  areas  of  weak- 
ness and  are  used  to  pilot  new  work 


before  it  is  used  in  Zagorsk. 

All  in  all  our  impression  was  that  the 
provision  for  deaf-blind  children  in  the 
USSR  is  excellent.  Zagorsk  is  a  centre 
of  great  expertise  which  is  ably  sup- 
ported by  the  research  and  assessment 
institute.  However,  there  is  little  provi- 
sion for  less  able  deaf-blind  children, 
such  as  those  handicapped  through 
Rubella,  although  it  is  hoped  that  new 
work  at  Zagorsk  may  well  change  this 
situation.  It  also  seems  that  some  of  the 
work  being  done  at  the  Institute  of 
Defectology  which  was  felt  by  the  staff 
to  be  pioneering  is  standard  practice  in 
Europe  and  even  out  of  date.  This  no 
doubt  reflects  the  Soviet  Union's  previ- 
ously closed  society  rather  than  the 
competence  of  the  workers  involved. 
We  hope  that  Peristroika  will  at  last 
allow  the  USSR  to  enter  into  a  full 
exchange  of  knowledge  with  the  rest  of 
the  world,  to  die  benefit  of  all. 
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Community  Care 

The  National  Health  Service  and  Com- 
munity Care  Bill  is  currently  going 
through  Parliament.  Deaf  Accord  and 
Sense  are  anxious  that  in  drawing  up 
plans  for  community  care  services  .local 
authorities  are  required  to  provide 
adequate  assessments  and  services  for 
deaf-blind  people. 

Our  concerns  were  expressed  by 
Baroness  Cox  during  the  Committee 
Stage  of  the  Bill  in  the  House  of  Lords. 
She  said: 

"Deaf-blindness  is  a  low  incidence 
disability  which  requires  services  spe- 
cifically designed  to  meet  the  needs  of 
people  with  dual  sensory  impairment. 
A  deaf-blind  person  cannot  just  fit  into 
a  service  for  other  needs.  A  service  for 
mentally  handicapped  people  will 
obviously  not  be  good  for  those  who  are 
not  intellectually  impaired  but  who 
have  communication,  information  and 
mobility  problems  as  a  result  of  sensory 
impairment.  A  service  designed  for 
hearing  impaired  people  is  probably  no 
use  for  those  with  limited  vision.  A 
service  designed  for  the  visually  im- 
paired will  probably  depend  on  hear- 
ing. Therefore  an  alternative  approach 
based  on  tactile  communication  will  be 
required." 

In  reply  the  Minister,  Baroness 
Blatch,  said  that  local  authority  plans 
would  have  to  be  "comprehensive  of 
the  totality  of  needs";  she  hoped  that 
some  of  the  issues  raised  could  be  dealt 
with  in  the  guidance  that  the  Govern- 
ment would  be  issuing  for  local  au- 
thorities. 

Residential  Homes 

There  are  also  two  proposals  in  the  Bill 
which  will  effect  the  funding  of  resi- 
dential care  which  concern  us. 

Under  the  provisions  of  the  Bill,  if  a 
local  authority  places  an  individual 
into  residential  care  the  authority  pays 
the  full  cost  of  the  placement  and  re- 
covers a  contribution  from  the  resident 
having  carried  out  a  means  test.  The 
residents  housing  benefit  and  income 
support  are  paid  directly  to  the  local 
authority.  This  arrangement  would 
break  the  landlord-tenant  relationship 
between  the  housing  association  and 
the  resident,  and  would  therefore  pre- 
vent the  housing  association  recover- 
ing money  from  the  Housing  Corpora- 
tion. 

Lord  Carter  moved  an  amendment  to 
the  Bill  whereby  local  authorities  would 
only  pay  for  the  care  element,  leaving 
residents  to  pay  the  rent  element  (on 


IN  PARLIAMENT 


which  they  could  claim  housing  bene- 
fit in  the  usual  way)  direct  to  the  hous- 
ing association  —  who  would  then 
qualify  for  Housing  Corporation  fi- 
nance. 

In  moving  this  amendment,  Lord 
Carter  quoted  from  a  letter  he  had  re- 
ceived from  Sense-in-the-Midlands: 

'Sense  has  entered  into  partnership 
with  a  number  of  housing  associations 
to  develop  permanent  homes  for  stu- 
dents who  are  ready  to  move  on  from 
further  education  centres.  Twenty-four 
such  places  will  become  available  in 
the  next  financial  year  and  further 
provision  is  planned  across  the  coun- 
try. 

The  costs  of  developing  accommo- 
dation for  adults  with  dual  sensory 
impairments  are  very  high  because  of 
the  special  needs  of  the  client  group, 
and  Sense  would  not  be  able  to  contem- 
plate development  of  further  places 
without  the  financial  support  available 
from  the  Housing  Corporation  through 
housing  associations.' 

The  second  issue  is  the  way  in  which 
housing  benefit  for  people  in  residen- 
tial homes  is  to  be  based  on  a  'notional 
rent'  rather  than  one  which  more  accu- 
rately reflects  the  realistic  cost.  As  Lord 
Ennals  pointed  out  in  the  debate,  resi- 
dential establishments  for  deaf-blind 
people  require  large  numbers  of  staff, 
and  this  means  high  revenue  costs.  It  is 
therefore  essential  that  the  rent  is  cal- 
culated realistically,  taking  this  into 
account,  and  housing  benefit  paid  ac- 
cordingly. 

Replying  to  the  debate,  Lord  Henley 
said  that  the  Department  of  Social 
Security  is  currently  in  the  process  of 
consulting  local  authority  associations 
on  this  issue. 

Deaf-Blind 
education 

It's  now  well  over  a  year  since  the  De- 
partment of  Education  and  Science 
issued  its  policy  statement  on  the 
Education  of  Deaf-Blind  Children. 
Replying  to  a  written  parliamentary 
question  from  MP  John  Hannam,  Min- 
ister Alan  Howarth  said  that  his  De- 
partment would  be  following  up  this 
document  later  this  year  to  see  what 
progress  had  been  made  by  local  educa- 
tion authorities  in  responding  to  its 
recommendations.  No  additional  re- 
sources had  been  allocated. 

Sense's  Director  of  Education  Char- 
les Byrne  is  pushing  the  Department  to 
provide  a  special  grant  to  local  educa- 
tion authorities  who  wish  to  set  re- 


gional educational  provision  as  sug- 
gested in  the  policy  statement.  Deaf 
Accord  will  be  looking  for  ways  for 
pursuing  this  issue  in  Parliament. 

There  are  no  plans  at  the  moment  to 
issue  a  similar  statement  for  Scotland. 
Replying  to  written  Questions  from 
Margaret  Ewing  MP,  Minister  Alan  Lang 
stated  that  the  Scottish  Office  supported 
two  voluntary  organisations  which 
helped  families  with  pre-school  deaf- 
blind  children  in  Scotland.  These  were 
the  Carers  National  Association  and 
Sense  in  Scotland. 

The  Department  of  Education  (North- 
ern Ireland)  is  currently  considering 
policy  and  provision  for  children  with 
multi-sensory  handicaps.  A  total  of  75 
children  under  19  have  been  identified 
as  having  both  hearing  and  visual 
impairment,  but  there  are  no  specialist 
units  for  deaf-blind  children  in  North- 
ern Ireland. 

Broadcasting 

Amendments  have  been  made  to  the 
Broadcasting  Bill  which  will  result  in 
50%  of  Channel  3  and  Channel  5  pro- 
grammes being  subtitled  by  1998.  The 
Bill  has  also  been  amended  to  ensure 
that  some  of  the  spare  capacity  cur- 
rently being  used  for  teletext  informa- 
tion services  is  retained.  The  impor- 
tance of  teletext  services  to  the  deaf  and 
deaf-blind  was  raised  during  the  Com- 
mittee Stage  of  the  Bill  by  Gwyneth 
Dunwoody  MP,  who  explained  that 
many  deaf-blind  people  are  able  to 
access  information  through  a  micro- 
computer-controlled tuning  device  and 
a  Versabraille.  The  Bill  now  passes  to 
the  Lords,  and  Deaf  Accord  will  be 
renewing  its  campaign  for  more  pro- 
grammes with  sign  language. 

Jane  Oberman 


Talking  Sense    Summer  1990 


13 


Sense's  seventh  Annual  Conference, 
otherwise  known  as  the  Weekend 
Away,  will  be  held  at  Mason  Hall, 
University  of  Birmingham  on  21st  to 
23rd  September.  The  programme  will 
include  plenary  sessions  on  commu- 
nity care.  Sense's  Project  2000,  and 
support  for  families  with  a  young  child, 
as  well  as  parents  speaking  about  how 
they  obtained  the  necessary  provision 
for  their  children. 

As  usual  a  daytime  creche  for  chil- 
dren and  young  people,  and  babysit- 
ting in  the  evening  will  be  available. 
There  will  be  a  variety  of  workshops  on 
a  range  of  topics  —  from  respite  care  to 
finger-spelling,  from  cochlear  implants 
to  work  with  young  people  with  pro- 
found multiple  handicaps. 

There  will  be  a  Victorian  Music  Hall, 
Hasicom  demonstrations  and  displays 
from  deaf-blind  units,  and  plenty  of 
time  to  socialise.  There  will  be  parties 
to  welcome  newcomers  and,  as  last 
year,  there  will  be  a  'Get  Together'  for 
people  who  have  Usher  Syndrome  and 
their  families. 

We  hope  that  some  of  our  European 
counterparts  will  be  joining  us  this  year, 
so  we  would  be  interested  to  hear  from 
anyone  (particularly  parents)  who  have 
language  skills,  especially  French  and 
Italian.  If  you  haven't  been  before,  then 
do  join  us;  if  you  have  been  before,  then 
we  look  forward  to  seeing  you  again. 
Families  who  have  difficulty  affording 
the  fees  may  contact  Carmel  Perry  at 
Sense  Head  Office  for  financial  assis- 
tance. 


Summer  Holiday 
Update 

There  are  still  some  places  available  for 
younger  children  (aged  8-12)  on  this 
year's  holidays  to  North  Wales  (11- 
18th  August),  Ashburton  (ll-18th 
August)  and  Weston-Super-Mare  (28th 
July  —  4th  August),  a  late  addition  to 
our  programme.  For  young  adults,  our 
holidays  to  Market  Deeping  (12-19th 
August,  19-25th  August)  also  have 
vacancies. 


Volunteering  on  a  Sense  Holiday 

We  are  still  on  the  look-out  for  18plus 
year  old  volunteers  (especially  males) 
who  would  like  to  join  us  on  a  holi- 
day this  year. 

lor  further  information  on  holi- 
days or  volunteering,  please  contact 
either  Julia  or  Carrnel  as  soon  as  pos- 
sible at  Sense  Head  Office. 


Provisional  Programme 


Friday  21  September 


12.00     Hasicom  Council 
17.00  onwards     Registration 

18.00     Meetings;  Babysitters  and  creche  workers 

Facilitators  for  Project  2000 
19.00     Dinner 
21.00  -  22.00     Parties:      First-timers 

Siblings 

Usher  Syndrome 
20.00  onwards     Bar,  videos,  etc. 


Saturday  22  September 


08.00  -  09.00 
09.00 

10.00  -  11.00 
11.00 
11.30 

12.30  -  14.00 

14.00  -  15.00 


15.00 


Breakfast 

Creche  pick-up 

Plenary:     Community  Care 

Coffee 

Workshops/talks 

Lunch 

Plenary:     Parents  Talking:  How  I  got  what  I  wanted 
for  my  child 

Chair:        Margaret  White 

Tea 


15.30  -  17.00 

Plenary:     Project  2000 

Speakers:  Malcolm  Matthews 

Dave  Harker 

18.00 

Creche  drop-off 

18.30 

Dinner 

20.00 

Social  Evening 

Sunday  23  September 

08.00  -  09.00 

Breakfast 

09.00  -  09.30 

Church  Service 

09.45  -  11.15 

AGM 

EGM 

11.30-  12.30 

Workshops/talks 

12.30-  13,30 

Lunch 

14.00  -  15.00 

Plenary:     Support  for  Families  with  a  Young  Child 

Speakers:  Sally  Silverman 

David  Brown 

15.30 

Tea 

An  application  form  can  be  found  on 

page  27 
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British 
Telecom 

Xf  '90 

Achievers 


The  British  Association  of  the  Hard  of  Hearing 

The  British  Deaf  Association 
HFAF   APf^ORH    The  National  Deaf  Children's  Society 
UCWr  M^V^VyiXL^    sens6/  the  National  Deaf-Blind  and  Rubella  Association 

A  Consortium  of  Deaf  Consumer  Organholions      j^   National    Deaf-Blind    League 


The  Young  Deaf  Achievers  Awards 
have  been  created  to  show  that 
many  deaf  young  people  can  rise  to 
considerable  achievement  despite 
their  disability.  Such  young  deaf 
achievers  are  an  inspiration  to 
others. 

For  the  third  year  a  distinguished 
panel  of  judges  will  select  Regional 
Young  Deaf  Achievers  who  will 
attend  the  Awards  Luncheon  in 
London.   Three  lucky  winners  will 
then  be  selected  to  receive  awards 
of  £500,  £300  and  £200,  together 
with  an  engraved  glass  memento  of 
the  occasion. 

On  the  past  two  occasions  the 
Princess  of  Wales  graciously 
consented  to  attend  the  Luncheon 
and  present  the  awards  as  she  felt 
'It  gives  great  encouragement  to 
those  who,  because  of  their 
particular  handicap,  may  feel  that 
life  is  especially  hard  or  unfair'. 


Matthew  James,  the  first  ever 
National  YDA  Winner. 

Matthew  is  profoundly  deaf  and 
was  chosen  for  his  academic 
achievements  and  his  great  sense 
of  adventure. 

Catherine  Clough, 
Young  Deaf  Achiever  '89. 

Catherine  is  profoundly  deaf  and 
has  won  through  many  battles  to 
become  a  fully  qualified  teacher  of 
hearing  children.  She  teaches  art 
and  design  in  a  large 
comprehensive  school. 

Graham  Hicks. 

Last  year's  runner-up,  Graham 
Hicks,  himself  deaf-blind,  was 
chosen  for  his  outstanding  efforts 
in  helping  other  deaf-blind  people. 


Catherine  Clough 

Shaun  Godwin. 

Shaun  was  awarded  3rd  prize  last 
year  as  he  had  achieved  incredible 
independence,  culminating  in  his 
ability  in  learning  to  drive.  He  had 
to  endure  many  months  of 
exercises  to  gain  the  strength  in 
his  legs  to  work  the  pedals.  He  is 
deaf,  physically  handicapped  and 
has  a  speech  impairment. 


Matlh*v.  Jam*: 


Do  you  know  a 
Young  Deaf 
Achiever? 


Graham  Hicks  (centre) 


Shaun  Godwin 


Please  use  the  form  on  the  back  of 
this  leaflet  to  tell  us  of  a  young  deaf, 
deaf-  blind  or  hard  of  hearing  person 
who  has  achieved  something  special 
in  their  lives. 

If  you  know  of  a  deaf,  deaf-blind  or 
hard  of  hearing  person  between  the 
age  of  16  and  29  who  you  feel  has 
achieved  something  exceptional  in 
any  field  -  career,  sport,  bravery, 
scholarship  and  so  on  -  we  would 
very  much  like  to  hear  from  you. 

This  scheme  is  organised  by  Deaf 

Accord,  a  consortium  of  charities 

for  deaf  people: 

The  British  Association  for  the 

Hard  of  Hearing 

The  British  Deaf  Association 

The  National  Deaf  Children's 

Society 

The  National  Deaf-Blind  League 

SENSE,  the  National  Deaf-Blind 

and  Rubella  Association 

Please  send  your  nomination  on  the 

form  overleaf  to: 

Maggie  Mooge 

YDA  '90  Co-ordinator 

311  Gray's  Inn  Road 

London  WC1X  8PT 

Closing  date  for  nominations 
31  August  1990. 

Re-nominations  welcome. 


British  Telecom  is  pleased  to  sponsor 
the  Young  Deaf  Achievers  Awards  as 
part  of  a  countrywide  sponsorship 
programme  embracing  disabled  people, 
the  arts  and  the  environment  which 
emphasises  our  commitment  to 
improving  the  quality  of  life  of  the 
community  at  large. 


NOMINATION    FORM 


The  person  I  want  to  win  a 

British  Telecom  Young  Deaf  Achiever  Award  is: 


who  lives  at: 


For  you  to  name  a 
British  Telecom 
YOUNG  DEAF 
ACHIEVER  1990 


Postcode 


Telephone  No. 


Vistel/Minicom  No. 


Age: 


(must  be  between  16  and  29  years  in  1990) 


Disability: 


I  want  him  or  her  to  win  because:  (Please  continue  on  a  separate  sheet  if  necessary) 


Your  name: 

Your  address: 

Postcode: 

Your  telephone  number: 

Vistel/Minicom  No. 

How  do  you  know  the  person 

chosen? 

The  parent  or  guardian  must 
between  16-18  years. 

sign  here  if  nominated  person 

is  aged 

Please  return  this  form  to:  British  Telecom  Young  Deaf  Achievers  '90, 
311  Gray's  Inn  Road,  London  WC1X  8PT 

Closing  date  for  nominations  31  August  1990. 

How  did  you  hear  about  BTYDA  '90. 


British 

TELECOM 


USHER  SYNDROME 


Arts  Weekend 
creates  a  Sensation! 

The  first  creative  arts  weekend  for 
people  with  Usher  syndrome  was  held 
in  March  at  the  Caer  Llan  Conference 
Centre.  Titled  Come  and  Create,  it  was 
attended  by  approximately  40  people 
including  families  and  Sense  staff  with 
an  age  range  of  8  to  70. 

Participants  were  able  to  take  part  in 
four  different  workshops  -  wood,  clay, 
handicrafts  and  music  and  movement. 
Under  the  expert  direction  of  Bob  Wilk- 
ins,  who  had  brought  all  the  benches, 
tools  and  materials  with  him,  the  wood 
workers  explored  their  chosen  medium. 
Since  none  of  them  had  experience  of 
wood  work,  they  were  given  a  soft  wood 
to  work  with  which  enabled  them  to 
produce  something  satisfying  over  the 
two  days. 

Sharing  the  room  with  them  was  the 
clay  workshop  led  by  Richard  Sadd. 
Many  of  the  students  in  this  group  had 
no  sight  and  worked  entirely  by  touch. 
One  student,  Janet,  had  no  conception 
of  decoration  at  the  beginning  of  the 
workshop.  Richard  led  her  step  by  step, 
starting  her  on  a  simple,  undecorated 
pinch  pot  and  graduating  to  a  wall 
plaque  which  featured  a  raised  design. 

In  the  handicraft  group,  led  by  Deny 
Newton,  participants  had  the  chance  to 
try  crochet,  macrame  and  knitting. 
Despite  the  fact  that  crochet  was  new  to 
most  of  this  group,  a  few  practice 
stitches  led  to  a  doll's  bonnet,  a  scarf 
and  a  wall  hanging  by  the  end  of  the 
weekend. 

The  music  and  movement  workshop 
was  led  by  Hanne  Ortheman  who  helped 
the  group  to  explore  mime  and  move- 

Iment  to  music.  The  mixed  group  com- 
prised men  and  women  over  a  wide  age 
New  Rehabilitation 
Centre  Opens 

As  Talking  Sense  goes  to  press,  the  new 
Usher  Rehabilitation  Service  is  hold- 
ing its  first  rehabilitation  course  at  the 
newly  opened  centre  at  Sense-in-the- 
Midlands.  This  is  the  first  rehabilita- 
tion service  designed  specifically  for 
deaf  people  with  severe  visual  impair- 
ment in  the  UK. 

Under  the  direction  of  June  Hoy,  the 
new  Centre  will  run  a  series  of  courses 
throughout  the  year  as  well  as  provid- 
ing a  comprehensive  assessment  serv- 
ice for  people  with  Usher  syndrome. 
For  further  information,  contact  either 
June  Hoy  at  Sense-in-the-Midlands  or 
Mary  Guest,  Head  of  Usher  Syndrome 
Services,  at  Sense  Head  Office. 


Participants  at  the 
creative  arts 
weekend 


range,  both  deaf  and  hearing.  Despite 
this,  early  feelings  of  embarrassment 
and  self-consciousness  soon  gave  way 
to  confidence  and  pleasure  in  self- 
expression  through  movement. 

The  workshop  was  also  attended  by 
Wendy  Ebsworth  and  Sean  Nicholson, 
who  provided  excellent  support  as 
interpreters,  and  several  staff  from  Sense 
Head  Office,  who  came  along  to  share 
the  experience.  The  weekend  was 
deemed  such  a  success  by  all  who  took 
part  that  similar  weekends  are  planned 
for  the  future. 

Rehabilitation 

Conference 
Features  Usher 

This  years  International  Conference  on 
Rehabilitation,  held  in  Dublin  in  May, 
featured  a  paper  by  Mary  Guest  titled 
'Deaf-people  who  are  losing  their  vi- 
sion -  a  rehabilitation  model'. 

The  paper,  which  was  presented  by 
June  Hoy,  described  the  needs  of  deaf 
people  with  severe  visual  impairment 
and  investigated  why  rehabilitation 
programmes  for  hearing  blind  people 
fail  to  meet  these  needs.  The  specifi- 
cally designed  services  that  will  be 
provided  by  the  new  rehabilitation 
centre  at  Sense  in  the  Midlands  were 
described. 


Usher  Syndrome 
Support  Groups 

A  new  support  group  for  people  with 
Usher  Syndrome  who  live  in  East  Lon- 
don and  Essex  met  for  the  first  time  on 
Saturday  9  June. 

This  is  the  third  group  to  be  set  up  in 
the  London  area.  Others  groups  meet  in 
Ealing,  West  London  and  at  the  Sense 
offices  near  Kings  Cross. 

These  groups  are  open  to  anyone 
who  has  Usher  Syndrome,  as  well  as 
parents,  relatives  and  friends.  The  aim 
is  to  provide  an  opportunity  for  people 
to  share  their  experiences  of  living  with 
Usher  Syndrome,  to  provide  mutual 
support  and  information,  to  make  new 
friends  in  the  area  and  to  have  fun. 

The  new  group  will  meet  in  the 
Gloucester  Room  of  Ilford  Central  Li- 
brary, Clements  Road,  Ilford  on  the  first 
Saturday  afternoon  of  every  month.  The 
room  will  be  fitted  with  a  loop  system 
for  hearing  aid  users  and  is  wheelchair 
accessible.  A  sign  language  interpreter 
will  be  present  to  help  with  communi- 
cation. 

If  you  would  like  further  informa- 
tion on  support  groups,  or  would  like  to 
establish  one  in  your  own  area,  please 
contact  Liz  Cook  at  Sense  Head  Office. 


Home  Sight  Tests 

for  the 

Housebound 

Under  new  Regulations  that  come  into 
force  this  month,  housebound  patients 
will  be  able  to  have  NHS  sight  tests  in 
their  own  homes  without  having  to  pay 
for  the  optician's  visit.  Although  the 
home  visit  fee  has  previously  been  at 
the  discretion  of  individual  opticians, 
opticians  will  now  receive  a  fee  direct 
from  the  Family  Practitioner  Commit- 
tee. 

Travel  Service  for 
the  Deaf 

Definitely  Go  Travel  are  a  new  travel 
agency  that  specialise  in  providing 
services  for  the  deaf  and  hard  of  hear- 
ing. They  are  based  at  1 1 7-11 8  Western 
Road.  Hove,  East  Sussex  BN3  1DB,  Tel: 
0273  220772/3  voice  and  TDD. 
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SENSE  IN  SCOTLAND 


Regional  Meeting  in  Scotland 


Gill  opened  the  discussion  by  identify- 
ing the  wide  range  of  interests  held  by 
those  present  including  visual  impair- 
ment, hearing  impairment,  and  learn- 
ing difficulties:  "Because  of  the  nature 
of  their  disabilities,  our  children  need 
all  these  areas  of  expertise.  In  deaf- 
blindness,  communication  is  the  key, 
but  we  have  to  get  back  to  the  basics  and 
ask  ourselves  what  communication  is." 

She  continued,  "Communication 
with  deaf-blind  children  is  different 
and  varied,  both  in  level  and  method. 
Our  children  use  every  sense  for  com- 
munication. We  live  in  a  verbal,  sighted 
world  —  our  methods  of  communica- 
tion involve  the  use  not  only  of  lan- 
guage, but  also  of  body  language,  facial 
expressions  and  so  on.  Deaf-blind  chil- 
dren do  not  have  these  clues  to  take  for 
granted;  they  can  only  communicate 
through  the  senses  they  have  such  as 
touch,  smell  and  taste." 

At  this  point  Gill  showed  the  group 
some  simulated  spectacles  to  indicate 
some  of  the  difficulties  brought  about 
by  visual  impairment.  She  then  went 
on  to  talk  about  some  of  the  ideas  and 
methods  used  by  Sense  in  communi- 
cating with  dual  sensory  impaired  chil- 
dren and  young  adults  with  learning 
difficulties. 

"The  essence  of  communication  is 
constantly  to  put  yourself  in  the  place 
of  the  person  you  are  trying  to  commu- 
nicate with  —  stand  back  and  ask  your- 
self why  the  person  is  behaving  the  way 
they  do.  There  are  basic  lessons  to  be 
learned  from  experimenting  with  the 
spectacles.  Think  of  the  number  of  times 
teachers  tell  children  to  sit  up  and  pay 
attention.  This  is  typical  of  a  world 
which  demands  eye  contact.  This  is 
true  even  of  special  units.  We  don't 
think  about  communication  enough; 
we  expect  high  levels  of  communica- 
tion from  children  with  severe  learning 
difficulties.  We  should  think  about  the 
skills  we  need  before  we  engage  in 
communication. 

"Estahlishing  the  rhythm  of  the  day 
is  important.  This  could  be  structured 
in  the  following  way:  Get  up,  Have 
breakfast,  Have  evening  meal,  Go  to 
bed. 

"For  a  hearing,  sighted  person  this 
structure  is  punctuated  with  lots  of 
clues,  engaging  in  activities  which 
involve  gross  motor  skills,  like  circuit 
technique,  [fa  child  is  totally  confused, 
s/he  can  be  taken  into  the  gyrn  and 
asked  to  do  things  like  sit  in  a  chair 


Sense  in  Scotland  recently  held 

regional  meetings  in  Dundee  and 

Edinburgh  to  discuss  the  topic 

"communication".  Gill  Morbey, 

Director  of  Sense  in  Scotland,  gave 

a  brief  introductory  talk  which  is 

summarised  here  by  John  Calder, 

Resource  Worker  at  Sense  in 

Scotland. 


once,  roll  a  ball  once  and  so  on.  These 
activities  are  repeated  again  and  again 
and  the  child  learns  skills  through  us- 
ing their  gross  motor  activities.  This 
can  build  up  and  reinforce  anticipation 
and  rhythm  with  our  children.  A  point 
to  be  noted  is  that  things  like  soft  play 
are  not  enough  to  increase  gross  motor 
activity;  often  a  child  will  be  put  in  a 
soft  play  environment  and  just  left  to 
play.  This  is  not  a  sequenced  activity, 
and  the  child  may  not  engage  in  any 
kind  of  real  activity. 

"It  is  common  to  see  deaf-blind  chil- 
dren just  sitting  by  themselves  and 
rocking.  One  of  the  first  things  an  adult 
could  do  to  interact  with  the  child  is  to 
sit  down  and  rock  with  him  or  her. 
However,  in  order  to  get  to  a  situation 
where  the  child  begins  to  anticipate 
actions  and  wishes  to  engage  in  them, 
you  have  to  build  up  bonding.  If  you  sit 
a  deaf-blind  child  in  the  middle  of  a 
room,  leave  him  or  her  with  no  refer- 
ence points  and  no  clues  about  what  is 
happening,  and  then  return,  pick  up 
the  child  and  take  him  or  her  for  a  bath, 
then  the  child  will  be  terrified.  It  is  far 
better  to  build  better  practice  with  the 
child.  Develop  co-active  movement 
with  the  child.  Physical  clues  like 
always  wearing  the  same  scent  help 
them  recognise  individuals  (other  clues 
can  be  things  like  always  having  keys 
in  the  same  pocket,  and  often  the  deaf- 
blind  child  will  be  the  initiator  in  rec- 
ognising these  clues.)  In  developing  co- 
active  movements  and  physical  clues, 
the  child  can  be  taught  the  sign  for  bath. 
This  could  be  reinforced  by  using  an 
object  like  a  sponge.  A  lot  can  be  done 
with  children  for  whom  some  might 
feel  nothing  can  be  done. 

"For  children  with  residual  vision, 
you  can  use  things  like  tactile  calen- 
dars which  can  be  as  simple  or  as 
complex  as  need  be.  You  could  have 
the  days  of  the  week  displayed  as  a  line 
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of  fabric  pockets  along  the  wall  (the 
first  one  could  be  blue  felt,  the  second 
green  cotton  or  wool).  Each  day  can 
then  have  a  specific  activity,  the  pocket 
for  Monday  could  be  blue  felt  with  a 
drumstick  in  it.  The  child  then  knows 
that  they  have  music  on  the  day  with 
blue  felt.  The  calendar  could,  of  course, 
be  much  more  complex  than  this,  with 
each  day  divided  into  a  number  of 
segments  and  activities.  It  is  important 
to  incorporate  tactile  clues,  because 
many  of  our  children  will  not  have 
residual  vision. 

"When  it  comes  to  the  assessment  of 
children  the  emphasis  must  be  on  func- 
tional assessment  and  not  clinical  as- 
sessment. We  should  not  assume  that 
because  something  is  written  down  that 
it  is  true.  Many  children  are  said  to  be 
blind,  but  in  fact  have  residual  vision  - 
the  problem  is  often  lack  of  appropriate 
stimulation. 

"Many  deaf-blind  children  are  tac- 
tile sensitive,  and  touch  is  often  their 
strongest  remaining  sense,  but  the  one 
they  are  most  frightened  to  use.  We 
have  to  encourage  these  children  to  use 
their  tactile  sense.  Some  blind  children 
will  not  touch  hard  plastic,  others  will 
not  touch  fur,  or  soft  toy  coverings.  But 
this  may  be  because  the  groundwork 
has  not  been  done  in  other  areas.  All 
these  other  areas  are  fundamental,  but 
they  can  be  difficult  to  establish  when 
all  parents/professionals  want  is  com- 
munication. We  have  to  make  the  deaf- 
blind  person  comfortable  with  their 
own  environment  first." 


Branch  Officers'  Weekend 

As  Talking  Sense  goes  to  press,  this 
year's  Branch  Officers'  Weekend  is 
being  hosted  for  the  first  time  by 
Sense  in  Scotland.  A  report  will  be 
included  in  the  next  issue. 
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SENSE  IN  SCOTLAND 


Getting  Volunteers 

Back  at  the  beginning  of  March,  Sense 
in  Scotland  put  out  an  appeal  on  STV 
for  holiday  volunteers  through  Box  2000 
(Community  Service  Announcements). 
Over  150  people  responded,  asking  for 
details  on  how  they  might  help  us.  To 
follow  up  on  these  we  held  a  welcome 
evening  on  23rd  April  in  the  Sense  in 
Scotland  office. 

We  were  overwhelmed!  Some  people 
travelled  long  distances  and  the  room 
we  thought  would  easily  accommodate 
everyone  was  bursting;  people  on  the 
floor  and  hanging  in  the  door.  Sense  in 
Scotland  staff  gave  various  presenta- 
tions on  ways  which  volunteers  can 
help  and  we  showed  some  slips  from 
various  videos.  Unfortunately  there  was 
not  enough  room  to  carry  out  our  prac- 
tical exploration  of  deaf-blindness. 

The  evening  proved  how  useful  the 
Community  Service  Announcement 
can  be  in  recruiting  volunteers  and  we 
were  very  impressed  by  the  calibre  of 
commitment  of  everyone  who  re- 
sponded. 

Ben  Spencer 


Counselling  Skills 

Following  the  success  of  previous 
counselling  courses,  Sense  in  Scotland 
is  running  a  further  course  for  Sense 
staff  and  families  in  October.  This 
course  will  be  in  two  stages,  the  second 
stage  following  in  November,  and  aims 
to  provide  participants  with  basic  coun- 
selling skills.  It  will  also  be  open  to 
colleagues  from  other  organisations. 
Further  information  is  available  from 
Joyce  Wilson  at  Sense  in  Scotland. 


The  new  Family 
Centre 

Following  the  Royal  dedication  of  the 
new  Family  Centre  at  Sense-in-Scot- 
land  in  February,  plans  have  progressed 
further.  The  building  leasing  details 
have  been  finalised  with  Glasgow  Dis- 
trict Council  and  building  work  will 
start  in  August. 

The  refurbishment  will  include  an 
extension  and  lift  to  make  the  building 
able  to  accommodate  physically  dis- 
abled children. 

It  is  hoped  that  the  work  will  be 
completed  by  the  end  of  the  year  to 
allow  phased  occupation  from  January 
1991  and  full  occupation  by  April. 


Sensory  Stimulation! 


Evelyn  Glennie,  Scotswoman  of  the  Decade  and  internationally  renowned  percus- 
sionist, came  home  to  Scotland  in  April  to  play  in  two  fund-raising  concerts  for 
Sense  in  Scotland  and  The  Guide  Dogs  for  the  Blind  Association.  Evelyn  and  the 
Bands  of  The  King's  Own  Scottish  Borderers  and  The  Royal  Hampshire  Regiment 
played  a  mixture  of  traditional  and  military  tunes.  Held  in  Edinburgh  and  Glasgow, 
the  concerts  attracted  nearly  2,100  people  (with  a  large  number  of  guide  dogs)  and 
raised  over  £1,500  for  each  charity. 

Susan  Robinson 


Sense  on  Wogan 


Sense  in  Scotland  made  the  big  time  recently  when  it  sent  three  representatives  to 
appear  on  the  Wogan  show  for  the  1990  Children  in  Need  Appeal. 

Cheryl,  Glen  and  Roy  Cox  (pictured  above  left  to  right,  with  Terry  Wogan  and 
Sue  Cook  of  Sense  in  Scotland)  were  flown  to  London  courtesy  of  the  BBC  to 
publicise  Sense  in  Scotland's  new  family  centre. 

Their  appearance  was  the  follow-up  to  a  video  shown  by  Sense  in  Scotland  on 
the  1988  Children  in  Need  Appeal,  which  raised  £300,000  for  the  Centre.  The  Cox 
family  were  able  to  report  how  the  money  is  being  used  to  convert  a  Voctorian  villa 
into  a  suitable  building. 
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The  International  Association  for  The  National  Deaf-Blind  and  The  Royal  National  Institute 

the  Education  of  the  Deaf-Blind  Rubella  Association  (SENSE)  for  the  Blind 

Do  you  know  how  deaf  blind 
children  are  taught  in  Russia?  Or 
how  a  school  in  Canada  is  helping 

deaf-blind  children  to  learn  decision-  f  A  T  A  Tl  T  A  TT^t/ 
making  skills?  Have  you  heard  about  V^rVI^V^lCIC 
the  new  parent-guidance  '  M 

programme  designed  to  support  the  ^0F 

parents  of  deaf-blind  children  in  the 
Netherlands? 

These  were  just  some  of  the  issues  discussed  at  Warwick  '89  -  an  international 
conference  on  the  latest  developments  and  philosophies  in  the  education  of 
deaf-blind  children  which  was  held  from  6th  to  1 1th  August  1989  at  the 
University  of  Warwick. 

Hosted  by  Sense  (The  National  Deaf-Blind  and  Rubella  Association),  in 
conjunction  with  the  Royal  National  Institute  for  the  Blind  and  the  International 
Association  for  the  Education  of  the  Deaf/Blind,  the  conference  brought 
together  over  250  delegates  from  all  over  the  world,  each  concerned  with  a 
particular  aspect  of  deaf-blind  education. 

Now  you  can  read  their  views  in  a  new  report,  entitled  Warwick  '89,  Sensory 
Impairment  with  Multi-Handicap:  Current  Philosophies  and  New  Approaches. 

Published  in  two  volumes,  the  report  contains  highlights  of  the  conference, 
and  reproduces  the  speeches  made  by  visiting  speakers. 

Price:  £12,30  (£14.00  overseas)  including  postage  and  packing. 

To  get  your  copy,  complete  the  application  form  below  and  send  it  to: 

Helen  Matson,  Publications  Officer,  Sense,  31 1  Gray's  Inn  Road,  London  WCIX  8PT. 

r-^ ^ 

Please  send  me  copies  of  NAME 

Warwick  '89,  Sensory  impairment  with  ADDRESS 

Multi-Handicap:  Current  Philosophies  and 

New  Approaches.  


I  enclose  £12.30  per  copy  (£14.00 

overseas)  including  p&p  (cheques 

payable  to  Sense)  POST  CODE 
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The  Listening  Bank 
hears  Sense 


Sense  is  one  of  six  new  charities  to  be 
admitted  to  the  Midland  Bank  Care 
Card  scheme. 

The  Midland  Care  Card  is  the  first 
charity  affinity  card  to  be  issued  by  any 
of  the  big  four  banks.  It  was  first 
launched  in  May  1989  linked  to  twelve 
different  charities.  This  initial  list  has 
now  been  expanded  to  eighteen,  in- 
cluding Sense. 

A  charity  affinity  card  is  basically  a 
credit  card  used  like  any  other  but  one 
which  allows  people  to  support  the 
charity  of  their  choice  at  no  extra  cost  to 
themselves.  New  card  holders  will  be 
able  to  choose  from  the  list  of  affiliated 
charities  which  one  they  would  like  to 
support. 

If  you  choose  Sense,  we  will  receive 
a  donation  of  £5  from  the  bank  the  first 
time  you  use  the  card  and  a  further  25p 
for  every  £100  you  spend  with  the  card 
in  the  future.  If  you  do  not  nominate  a 
specific  charity,  then  the  donations  are 
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split  equally  between  all  the  affiliated 
charities. 

There  is  no  annual  fee  for  a  Midland 
Care  Card  and  you  do  not  have  to  have 
an  account  with  the  Midland  Bank. 
They  are  even  giving  away  free  £5  holi- 
day vouchers  for  every  £100  spent  on  a 
holiday  through  Care  Card,  as  well  as  a 
number  of  other  benefits.  Application 
forms  are  available  from  any  Midland 
branch  or  from  the  Appeals  Depart- 
ment at  Sense  Head  Office.  Users  have 
nothing  to  lose  but  Sense  has  every- 
thing to  gain! 


Last  years 
Ice  Skate 
Marathon 
raised 
£45,000 


Ice  Skate 
Marathon 

City  of  London  company,  Warburgs 
Securities,  are  sponsoring  the  next 
Sense  Ice  Skate  Marathon  which  will 
be  held  at  the  Broadgate  Ice  Rink  in  the 
City  of  London  on  November  8th. 

Warburgs  have  issued  a  challenge  to 
all  City  companies  to  enter  teams  to 
beat  the  lap  record  and  raise  the  most 
money  for  Sense. 

For  full  details,  contact  the  Appeals 
Department  at  Sense  Head  Office. 


Sense  in  the  City 
Annual  Dinner 

The  third  Sense  in  the  City  Annual 
Dinner  was  held  at  the  Plaisterer's 
Hall  in  the  City  of  London  on  24th 
May,  and  was  attended  by  240  cor- 
porate guests.  For  the  first  time,  the 
dinner  was  sponsored  by  Rutland 
Trust  pic.  The  purpose  was  to  help 
raise  awareness  about  Sense  and  its 
work  in  the  business  world. 


Will  You,  Won't 
You? 

Making  a  will  is  something  which  most 
people  put  off  until  tomorrow.  This  is 
ironic  when  they  generally  spend  much 
of  their  lives  caring  and  providing  for 
their  loved  ones,  only  to  leave  those 
same  loved  ones  the  trauma  of  resolv- 
ing financial  affairs  when  someone  dies 
intestate. 

The  process  of  making  a  will  is  really 
quite  simple  -  it  takes  very  little  time 
and  involves  no  great  expense.  Some 
people  even  find  it  an  enjoyable  expe- 
rience because,  once  you  have  made  it, 
you  can  relax  in  the  knowledge  that 
when  you  die  your  assets  will  be  dis- 
tributed to  the  beneficiaries  and  by  an 
executor  of  your  choice. 

Sense  has  updated  its  leaflet  on  how 
to  make  a  will.  Naturally  the  leaflet  en- 
courages you  to  leave  part  of  your  estate 
to  help  our  work  with  deaf-blind  chil- 
dren, but  also  provides  useful  informa- 
tion and  general  guidance.  Copies  are 
available  from  the  Appeals  Department 
at  Sense  Head  Office. 

Madame  de  Paris 
Fragrances 

The  cosmetics  and  fragrance  company, 
Madame  de  Paris,  has  adopted  Sense  as 
its  main  charity.  Various  projects 
throughout  the  year  are  planned  to  raise 
funds  for  Sense. 

For  every  sale  they  make  from  their 
range  of  cruelty  free  cosmetics,  Sense 
will  receive  a  donation. 

Further  information  about  the  prod- 
uct range  can  be  obtained  from  David 
Coombs,  MD  at :  Madame  de  Paris  (UK) 
Ltd,  Amos  Castle  Trading  Estate,  Junc- 
tion Road,  Brislington,  Bristol  B54  3JP, 
Tel  0272  724  644 

Rodney  Throws 
His  Weight  Around! 

Rodney  Clark,  Chief  Executive  of  Sense 
has  come  up  with  a  novel  way  of  raising 
money  for  Sense.  He  is  undertaking  a 
sponsored  slim  with  the  aim  of  reduc- 
ing his  lbs  to  increase  Sense's  £s  ! 

For  the  next  few  months,  Rodney 
will  be  attempting  to  lose  an  impres- 
sive 80  lbs  in  all  and  sponsors  are  sought 
to  make  his  daunting  task  a  financially 
viable  proposition  for  Sense.  If  you 
would  like  to  sponsor  him.  please 
contact  Maggie  Mooge  in  the  Appeals 
Department  at  Sense  Head  Office  on 
071  278  1005.  The  final  weigh-in  will 
be  on  9  November. 
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A  Second  Chance 


In  the  last  issue  of  Talking  Sense, 

Peter  Bennett  explained  about  the 

so-called  bionic  ear  —  Cochlear 

Implants.  However  well  we  may 

understand  the  theory,  we  can 

never  really  know  what  it  means  to 

have  one  fitted.  Alan  Knights 

shares  his  experience  of  his  22 

channel  implant. 


I  was  born  -with  very  little  sight  and 
good  hearing  in  one  ear  only.  This  did 
not  prevent  me  from  having  a  job  as  a 
telephonist  for  several  years.  Towards 
the  end  of  the  sixties,  it  was  obvious 
something  was  wrong.  I  couldn't  hear 
what  people  were  saying  to  me  over  the 
phone  properly.  I  left  my  emplovment 
without  anyone  knowing  the  true  rea- 
son. Indeed,  lookingback.  I'm  sure  even 
I  didn't  realise  fully  what  was  happen- 
ing to  me.  Or  perhaps  I  just  didn't  want 
to  think  about  it  and  pushed  it  to  the 
back  of  my  mind  as  long  as  I  could.  The 
time  came  when  not  even  I  could  ig- 
nore it.  Normal  everyday  sounds  were 
gradually  fading  away,  so  at  last.  I  went 
to  an  ear  specialist.  Hearing  tests  soon 
revealed  that  I  was  suffering  a  serious 
hearing  loss.  No  reason  could  be  found 
for  the  deterioration  and  nothing  could 
be  done  to  arrest  it.  Hearing  aids  were 
provided  and  for  a  while  this  helped  to 
some  degree,  but  my  hearing  grew  stead- 
ily worse.  The  time  came  when  I  could 
no  longer  use  the  telephone  and  even  a 
listening  to  radio  became  difficult  and 
then  impossible.  I  couldn't  hear  what 
people  were  saying  to  me.  Only  those 
who  have  had  such  an  experience  can 
possibly  know  just  what  it  means.  It  is 
both  frightening  and  shattering. 

As  any  person  born  blind  will  tell 
you.  they  come  to  depend  on  their 
hearing  far  more  than  any  seeing  per- 
son. Try  to  imagine  for  one  moment 
what  life  would  be  like  without  the 
senses  of  sight  and  sound.  I  was  fortu- 
nate in  one  respect,  my  deafness  came 
slowly,  so  I  had  a  long  time  to  get 
used  to  it.  That  helped  a  little  but  the 
thought  of  being  deaf  for  the  rest  of  my 
life  as  well  as  blind  absolutely  appalled 
me.  Two  things  happened  that  were  to 
give  me  a  great  deal  of  hope  and  encour- 

menl  for  the  future. 

I  read  in  a  braille  publication  in  1985 
about  an  organisation  called  HASICOM 
and  how  they  were  helping  deaf-blind 
people  by  providing  them  with  com- 
puter equipment  which  amongst  other 
things,  would  them  to  commu- 


nicate with  the  outside  world  once 
more.  (HASICOM  stands  for  Hearing 
and  Sight  Impaired  Communications). 
Eventually  I  was  able  to  use  the  tele- 
phone once  again,  although  of  course  I 
am  still  limited  to  the  number  of  people 
I  can  contact.  I  also  obtained  a  BBC 
computer  and  was  able  to  avail  myself 
of  the  sendees  provided  by  Ceefax  and 
Oracle.  Once  again  I  knew  what  was 
going  on  in  the  outside  world. 

Thanks  to  HASICOM  I  read  about 
cochlear  implant  and  its  possibilities.  I 
could  hardly  believe  that  there  was  a 
slim  chance  I  might  one  day  be  able  to 
hear  again.  The  cost  of  all  this  was  of 
course  completely  beyond  my  pocket, 
but  the  article  also  told  me  that  'EAB'  or 
'Electronic  Aids  for  the  Blind'  were 
willing  to  fund  these  operations  for 
deaf-blind  people  found  to  be  suitable 
candidates.  I  applied  for  the  tests  at 
once  but  it  wasn't  until  September  1988 
that  I  went  to  Manchester  Royal  Infir- 
mary7 for  four  days  of  intensive  exami- 
nation. I  learned  that  the  operation,  in 
my  case,  could  well  produce  good  re- 
sults. It  was  more  than  a  year  before  I 
was  called  back  to  receive  the  implant. 
On  Wednesday  8  November,  1989,  the 
operation  was  performed  by  Mr  Richard 
Ramsden,  the  Specialist  in  charge  of 
the  implant  team.  Everything  went  well, 
but  I  returned  home  nine  days  after  the 
operation  still  not  knowing  whether  it 
had  been  successful.  It  is  necessary  to 
wait  three  or  four  weeks  before  you  can 
be  given  the  external  part  of  the  equip- 
ment. So  it  was  on  4  December  that  I 
found  myself  back  in  Manchester.  The 
day  when  I  would  know  one  way  or  the 
other  had  come  at  last. 

I  was  warned  it  could  sound  very 
strange  and  it  might  be  several  weeks 
before  I  could  really  understand  what 
was  being  said  to  me..  Strange  it  was 
indeed  but  fortunately  I  am  well  on  the 
way  to  understanding  it  although  there 
is  still  a  very  long  way  to  go.  I  think  we 
will  always  suffer  outside  environ- 
mental problems  however;  noise  tends 
to  distort  speech  and  makes  it  impos- 
sible at  times,  nor  does  the  implant  give 
us  a  sense  of  direction.  Remember  I  am 
talking  about  the  deaf-blind,  deaf  see- 
ing people  will  obviously  gain  more.  It 
is  early  days  yet  and  with  the  better 
equipment  coming  along  there  seems 
no  reason  why  we  shouldn't  go  on 
improving  for  the  rest  of  our  lives.  A 
heady  thought  indeed  for  those  who 
had  resigned  themselves  to  total  deaf- 
ness for  an  unknown  number  of  years. 

Alan  Knights 


RNIB  Rushton 

Hall  Looks 

over  the 

Border 


At  the  end  of  April,  Dave  Wood  and 
Heather  Murdoch  from  RXW  Rushton 
Hall  visited  the  Royal  Rlind  School, 
Edinburgh,  accompanied  by  Sallv 
Rowlandsfrom  the  Northamptonshire 
Visually  Impaired  Service.  Heather 
Murdoch  gives  her  impressions. 

Rushton  and  Muirburn  Lodge  at  the 
RBS  serve  very  similar  populations: 
multihandicapped  visually  impaired 
children,  most  of  whom  show  great 
difficulty  in  communicating.  Both 
schools  are  exploring  new  ways  of 
enabling  children  to  communicate  more 
effectively,  and  the  main  purpose  of  the 
visit  was  to  share  ideas  and  to  see  the 
RBS  approach  in  action. 

I  had  heard  and  read  about  the  use  of 
movement  therapy,  personalised  signs 
and  tactile/auditory  signs  (see  'project 
in  non-verbal  communication'  Talk- 
ing Sense,  Summer  1989)  —  but  seeing 
these  systems  actually  in  use  gave  me  a 
greater  understanding  of  their  applica- 
tion. 

We  discussed  the  use  of  objects  of 
reference  and  symbol  systems;  com- 
munication approaches  for  physically 
handicapped  children;  standard  and 
personalised  signing  systems:  and  mak- 
ing full  use  of  children's  hearing.  Our 
children  are  so  rare,  and  our  schools  so 
specialised,  that  opportunities  for  dis- 
cussion with  professionals  from  other 
settings  are  particularly  valuable. 

The  age  range  at  Rushton  (currentiv 
7  —  12  years)  is  under  discussion:  staff 
are  preparing  a  report  for  RNTB  Educa- 
tion Officers  which  may  result  in  a 
substantial  extension  of  the  range.  The 
Royal  Blind  school  already  has  an 
adolescent  unit,  so  it  was  useful  to 
observe  at  first  hand  its  individual  and 
group  activities.  There  is  a  need  to 
balance  developmentallv-appropriate 
activities  with  age-appropriate  attitudes 
for  this  group  of  children,  whose  level 
of  functioning  may  conflict  with  their 
adolescence. 

It  was  evident  from  discussion  that 
similar  concerns  exist  at  the  two 
schools:  identifying  an  appropriate 
curriculum,  and  maintaining  staff 
confidence  about  presenting  activities 
that  may  not  seem  inmediately  appro- 
priate for  this  age  group. 

Heather  Murdoch 
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Farewell 
to  Carnbooth 


Until  1974  there  was  no  educational 
provision  in  Scotland  for  deaf-blind 
children.  But  that  year  a  small  unit  was 
opened  where  Sister  Ailish  Massey,  a 
member  of  the  Daughters  of  Charity, 
was  on  the  staff.  As  a  trained  teacher  of 
the  deaf,  she  was  particularly  drawn  to 
the  special  problems  of  deaf-blind  chil- 
dren. She  soon  discovered  that  there 
was  no  one  in  Scotland  at  that  time 
with  the  knowledge  of  how  to  meet 
their  particular  needs,  so  she  decided 
to  find  out  about  teaching  deaf-blind 
children  for  herself. 

Her  research  took  her  first  to  the 
Institute  for  the  Deaf  in  St.  Michiel- 
gestel,  Holland,  which  has  a  large  deaf- 
blind  department.  There,  Sister  Ailish 
learned  all  there  was  to  learn  about 
teaching  deaf-blind  children,  and  re- 
turned home  determined  that  one  day 
Scotland  too  would  be  able  to  cater  for 
their  very  special  needs. 

By  now  Sister  Ailish  was  in  charge 
of  the  tiny  deaf-blind  unit  and  was 
awarded  a  Churchill  Fellowship  to 
study  methods  in  the  U.S.A.  There  she 
toured  extensively,  visiting  many  deaf- 
blind  schools,  learning  from  their  ex- 
perience and  gathering  the  information 
she  needed  to  help  her  realise  her  own 
particular  dream. 

That  dream  was  the  establishment  of 
a  residential  school  for  deaf-blind  chil- 
dren in  Scotland,  and  on  her  return 
home  she  began  to  put  her  plan  into 
action.  After  six  years  of  pleading,  ca- 
joling, pestering  and  praying,  her  de- 


Carnbooth  House  is  the  only  school 
in  Scotland  to  provide  education 

for  children  with  dual  sensory 

impairment.  It  officially  opened  in 

February  1986  after  six  years 

dedicated  work  by  Sister  Ailish 

Massey,  who  recently  gave  up  her 

position  as  Head  Teacher  there  to 

move  on  to  pastures  new.  Here, 

Irene  Bell,  Acting  Assistant  Head, 

outlines  the  history  of  the  school 

and  pays  tribute  to  the  work  of 

Sister  Ailish  in  making  a  dream  a 

reality. 


termination  was  rewarded.  In  February 
1985  Carnbooth  House  —  the  only 
school  of  its  kind  in  Scotland — was  es- 
tablished by  Strathclyde  Regional  Coun- 
cil to  cater  for  those  children  whose 
primary  handicap  was  deaf-blindness. 

Over  the  next  four  years  Sister  Ail- 
ish gave  herself  wholeheartedly  to  the 
development  of  Carnbooth.  New  pu- 
pils were  found,  an  assessment  unit  es- 
tablished, and  staff  given  the  necessary 
specialised  training.  Under  her  expert 
guidance  Carnbooth  School  came  a  very 
long  way  in  a  short  space  of  time. 

But  all  good  things  come  to  an  end, 
and  last  summer  Sister  Ailish  was  asked 
by  her  Order  to  use  her  talents  else- 
where, and  it  was  with  great  sadness 
that  the  staff  and  pupils  had  to  say  fare- 


well to  a  much  respected  and  much 
loved  Head  Teacher.  At  a  leaving  party 
held  in  her  honour,  over  100  guests, 
including  staff  and  friends  from  the 
education  field,  gathered  together  to 
celebrate  with  Sister  Ailish  her  many 
achievements.  Sister  Ailish  was  pre- 
sented with  a  camera  and  flowers  on 
behalf  of  those  present  by  Mr.  Philip 
Drake,  Divisional  Education  Officer  for 
Strathclyde  Region,  who  paid  tribute  to 
her  dedication  and  the  outstanding 
work  she  had  done  at  Carnbooth. 

Two  weeks  later,  the  staff  paid  their 
own  personal  tribute  to  her  at  an  eve- 
ning party.  However,  this  was  to  be  no 
formal  sad  farewell  occasion  but  a 
"family"  party  with  plenty  of  fun  and 
laughter.  A  highlight  of  the  evening 
was  the  cutting  of  the  specially  de- 
signed three  tier  cake.  Instead  of 
speeches,  entertainment  for  the  eve- 
ning centred  round  a  rendering  of  the 
school  song  by  four  members  of  staff 
which  related  the  life  of  the  school 
from  the  day  it  first  opened  its  doors  to 
the  present. 

The  fun  continued  with  a  special 
treasure  hunt  for  Sister  Ailish  which 
took  her  all  over  the  school,  decipher- 
ing clues  which  finally  led  her  to  the 
treasure  —  a  leaver  certificate  (with 
distinction!),  a  framed  photograph  of 
the  children,  a  radio  cassette  recorder, 
and  an  inscribed  rosebowl  bearing  the 
school  logo. 

The  last  day  of  term  was  dedicated  to 
the  children  who  had  a  surprise  barbe- 
cue, greatly  enhanced  by  glorious  sunny 
weather,  during  which  they  presented 
Sister  Ailish  with  their  own  gift  —  a 
magnificent  framed  collage  of  the  school 
and  grounds,  to  which  every  child  had 
contributed. 

So  ended  an  era  for  Carnbooth  and 
Sister  Ailish.  For  so  long  these  two 
names  have  been  synonymous,  and  they 
will  no  doubt  continue  to  be  so.  Sister 
Ailish  has  left  behind  in  Carnbooth  a 
strong  inheritance,  which  the  staff  feel 
privileged  to  take  on.  The  staff,  pupils 
and  parents  wish  Sister  Ailish  every 
happiness  for  the  future. 


Sister  Ailish  bids  farewell  to  Carnbooth  House 


Given  that  in  the  White  Paper  on 
Community  Care  and  in  the  debate 
on  the  National  Health  Service  and 
Community  Care  Bill  assessment  is 
one  of  the  main  concerns,  an  article 
on  assessment  will  be  held  over  until 
the  next  issue. 
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The  Holiday  of  a 
Lifetime 

Glasgow  Airport,  24th  April,  7  am,  the 
Collins  family,  Tim,  Linda  and  John, 
and  myself,  booked  in  for  a  flight  to  Or- 
lando, Florida  and  the  "holiday  of  a 
lifetime"  -  a  holiday  presented  to  the 
Glasgow  Evening  Times  by  Sunfare,  for 
a  family  with  a  deaf-blind  child.  The 
Collins,  who  haven't  had  a  holiday 
together  for  14  years,  leapt  at  the  chance 
of  going,  if  at  first  they  were  somewhat 
stunned.  On  hearing  the  news,  they 
were  to  go  in  10  days! 

Eventually  we  were  on  our  way,  John 
settling  in  to  flying  like  an  old  hand  and 
seeming  to  enjoy  the  vibrations.  And  it 
didn't  seem  long  before  we  were  going 
through  immigration  at  Orlando  hav- 
ing enjoyed  a  foretaste  of  Disney  MGM 
magic  on  the  flight  -  'Indiana  Jones  and 
the  last  Crusade'.  Thankfully  we  were 
met  by  a  holiday  company  rep  who 
assisted  our  passage  through  the  air- 
port to  pick  up  our  luggage  and  lead  us 
to  the  waiting  car  which  took  us  to  the 
the  hotel  where  we  were  greeted  by 
flowers  and  'have  a  nice  stay'.  We  felt 
like  VTPs  with  such  special  attention. 
Although  it  had  been  a  very  long  day 
already,  it  was  still  only  the  afternoon 
in  America,  so  after  settling  in  quickly 
we  went  off  to  explore. 

What  a  strange  land.  So  much  space, 
four  lane  roads  flanked  by  building 
after  building,  all  single  storey  and 
surrounded  by  car  park  and  landscap- 
ing. And  the  trucks,  the  school  buses  - 
it  was  just  like  the  movies!  And  the 
people  very  friendly,  very  enthusiastic 
and  bubbly.  A  totally  different  place, 
difficult  to  realise  it  is  a  city. 

The  next  nine  days  were  spent  di- 
viding time  between  lazing  by  the  pool 
and  trying  to  get  round  all  the  local 
attractions.  And  the  longer  we  were 
there,  the  hotter  it  seemed  to  get;  it  was 
the  rnid-nineties  by  the  time  we  left. 
This  suited  John  fine.  He  was  quite 
content  to  sit  by  the  poolside  and  soak 
up  the  heat,  while  the  rest  of  us  took 
great  care  not  to  burn  under  the  glaring 
sun,  taking  a  dip  now  and  then  to  cool 
off.  John  was  coaxed  once  into  the  pool 
and  seemed  to  enjoy  it,  but  once  was 
enough  and  he  was  far  more  happy  to 
sit  and  be  lazy.  Why  not?  We  were  on 
holiday. 

Hut  of  course,  the  main  attraction 
v/as  JJisney  World.  And  whal  a  world! 
A  totally  fantastical  confection  of  fairy 
tales,  adventures,  past  times,  foreign 
land-,  and  future  lives.  Each  attraction, 
each    'ride',   more   imaginative,   more 


spectacular  than  the  last  and  each  so 
different  from  each  other.  Submarines 
and  3-D  films,  Startrek  and  a  jungle 
cruise  through  the  movies.  It  was  really 
too  hot  for  John  and  it  was  difficult  to 
keep  him  in  the  shade,  so  he  missed 
some  of  the  fun. 

The  holiday  seemed  to  end  far  too 
soon.  Just  as  we  were  getting  used  to  the 
heat  and  the  American  way  of  doing 
things  (or  is  it  a  Disney  way  of  doing 
things?)  we  had  to  make  our  way  back 


to  the  airport.  Eventually  we  exchanged 
the  Florida  sunset  for  the  Scottish 
sunrise. 

John  had  been  a  little  confused  by 
the  change  of  his  routines  (and  time 
zones),  but  I  am  sure  he  enjoyed  him- 
self. Everyone  says  he  looks  so  well. 

Thanks  must  go  to  the  Evening  Times 
for  arranging  the  trip  and  a  big  thank 
you  to  Sunfare  Holidays  for  donating 
the  holiday. 

Ben  Spencer 
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Jennifer's  Story 

Our  daughter,  Jennifer,  was  born  at  home 
in  October  1983  after  a  normal  preg- 
nancy and  labour.  It  was  therefore  quite 
a  shock  when,  a  few  hours  after  her 
birth,  a  heart  defect  was  suspected  as 
she  kept  turning  blue.  This  having  been 
disproved,  however,  she  was  put  in  the 
Special  Care  Unit  where  two  days  later 
bacterial  meningitis  was  diagnosed. 
After  three  weeks  of  excellent  care  at 
Coventry  Hospital  she  was  allowed 
home. 

We  were  tactfully  told  that  Jennifer 
'couldn't  see  an  awful  lot'  and 
later  that  she  had  a  chromas- 
ome  abnormality  which,  frus- 
tratingly,  was  as  yet  unnamed. 
There  were  nonetheless  many 
bright  spots  provided  by  fam- 
ily, friends  and  professionals, 
especially  those  from  our  local 
Child  Development  Centre  and 
SENSE  who  gave  us  an  ex- 
traordinary amount  of  support 
and  guidance  as  we  struggled 
and  muddled  through  the  grief, 
guilt  and  all  the  other  mixed 
emotions  that  a  family  experi- 
ences when  it  learns  that  its 
newest  member  is  handi- 
capped in  some  way. 

There  were  also  some  'spe- 
cial events'  which  we  still 
remember  vividly.  One  of  these 
occurred  when  Jennifer  was 
about  6  months  old  during  a 
visit  from  the  RNIB  teacher, 
when  she  "tracked"  a  bright 
shiny  wand  for  the  first  time. 
Having  thought  she  had  no 
sight  at  all,  as  she  didn't  seem  to  re- 
spond to  any  visual  games,  we  were 
overjoyed.  Christmas  came  early  that 
year  as  we  dug  out  all  the  shiny  decora- 
tions and  tinsel  we  could  find.  Jen- 
nifer's pram  was  an  amazing  sight  all 
that  summer,  shimmering  and  spar- 
kling in  the  sunlight  whenever  we  took 
her  out.  She  loved  it,  of  course,  though 
I  received  more  that  one  strange  look 
from  passers  by!  We  now  know  that  she 
has  quite  a  useful  amount  of  residual 
vision,  despite  both  her  retinas  being 
badly  scarred. 

At  18  months  Jennifer's  deafness  was 
confirmed.  Oh!  the  joys  of  coaxing  a 
reluctant  child  to  wear  a  hearing  aid. 
After  being  thrown  against  the  wall 
countless  times,  however,  the  aid  — 
essential  for  enhancing  the  hearing  she 
has  in  one  ear  —  was  finally  accepted. 
It  was  truly  wonderful  the  first  time  she 
dropped  something  deliberately,  (it  was 


a  ball  into  a  washing  up  bowl)  after 
realising  that  the  action  and  the  noise 
were  connected.  In  fact,  Jennifer  has 
always  been  quick  to  learn  and  to  build 
on  any  new  understanding. 

It  was  about  this  time  that  we  discov- 
ered the  Family  Advisory  Service,  and 
I  cannot  begin  to  say  how  valuable  their 
support  and  expert  guidance  have  been 
and  continue  to  be.  Not  only  to  us  as  a 
family,  but  other  teaching  profession- 
als involved  with  Jennifer  over  the  years 
have  also  valued  their  advice  very 
highly. 

Members  of  the  teaching  team  from 


the  Child  Development  Centre  visited 
Jennifer  at  our  home  up  to  three  times  a 
week,  and  then  from  the  age  of  2V2  she 
attended  more  formal  centres  of  educa- 
tion, the  first  of  which  was  a  local 
integrated  playgroup  where  she  gained 
a  tremendous  amount  in  the  way  of 
social  stimulation.  She  then  moved  on 
to  attend  her  local  nursery  for  18 
months,  which  proved  to  be  very  pro- 
ductive in  all  areas  of  her  development 
in  spite  of  additional  difficulties  due  to 
a  recurring  overlying  conductive  hear- 
ing loss.  This  success  is  thanks  to  the 
commitment  and  enthusiasm  of  the 
staff,  her  Intervenor  and  the  excellent 
backup  provided  by  teachers  in  the 
visual  and  hearing  impaired  services 
who  both  made  regular  visits.  The 
Family  Centre  staff  were  also  regular 
visitors,  and  we  were  ever  impressed 
with  the  teamwork  of  all  these  people 
working  towards  the  common  goal  of 


helping  Jennifer  achieve  her  full  poten- 
tial, the  logistics  of  which  must  have 
been  extremely  difficult  at  times. 

At  present  she  attends  Exhall  Grange 
School  near  Coventry  as  a  day  pupil. 
The  school  specialises  primarily  in  the 
education  of  children  with  visual  handi- 
cap, although  a  lot  of  the  pupils  do  have 
other  disabilities  associated  with  their 
visual  loss.  Once  again  Jennifer  has  the 
benefit  of  excellent  teaching  staff  and 
the  essential  continued  help  of  an  In- 
tervenor, so  that  the  total  communica- 
tion approach  which  we  use  at  home  is 
maintained.  She  is  making  good  prog- 
ress, despite  the  delays  and  in 
some  areas  distortions  caused 
by  her  sensory  disabilities;  we 
have  great  hopes  for  her  inde- 
pendence in  the  future. 

Family  life,  too,  has  always 
been  a  very  important  part  of 
Jennifer's  life,  and  right  from 
the  start  both  Jennifer's  elder 
sister  and  brother  helped  us 
with  her  care  and  tuition.  Their 
patience  and  perseverance  are 
especially  laudable  when  we 
remind  ourselves  just  how  of- 
ten they  have  felt  let  down  and 
pushed  to  the  back  of  the  queue 
(despite  our  efforts  to  the  con- 
trary) simply  because  their 
sister  couldn't  understand  the 
concept  "wait"  while  they 
could.  Now  Jennifer  too  has  a 
younger  sister  and  at  last  she's 
beginning  to  learn  that  it's  not 
always  'me  first'. 

Last  year,  in  an  effort  to 
increase  all  of  our  sign  lan- 
guage skills  and  expand  the 
family's  social  life,  we  joined  the  Deaf 
Caravanning  and  Camping  Club  and 
had  some  wonderful  weekends  away 
with  the  group.  They  too  have  been 
very  helpful  and  supportive  and  we're 
really  looking  forward  to  meeting  eve- 
ryone again  this  year. 

To  bring  the  picture  right  up  to  date, 
Jennifer  is  now  a  bright  and  generally 
cheerful  six  year  old  who  chatters  in- 
cessantly and  for  the  most  part  intelli- 
gibly —  an  amazing  achievement  in 
itself,  considering  that  we  were  once 
told  she  would  probably  never  talk. 
She  also  feeds  and  dresses  herself  with 
only  minimal  help  and  is  beginning  to 
read,  write,  and  sign  back  to  us.  The 
situation  is,  of  course,  not  always  rosy 
—  we're  presently  struggling,  yet  again, 
with  the  Statementing  process  in  an 
effort  to  have  it  finalised  —  but  all  in  all 
we  feel  that  we  couldn't  ask  for  more. 
Joanna  and  Victor  Vandervelden 
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LETTERS 


Planning  the  Way 
Ahead 

In  the  last  issue  of  Talking  Sense, 
Malcolm  Matthews  looked  at  the 
progress  that  has  been  made  in  the 
implementation  of  the  Disabled 
Person 's  Act  1986.  In  response,  Olga 
Miller,  Head  of  Senior  Support 
Groups  at  Linden  Lodge  in 
Wimbledon,  sent  us  her  view  of  the 
current  situation  and  how  things 
might  be  improved. 

Linden  Lodge  is  a  school  based  in 
London  for  visually  impaired  children. 
Because  we  are  a  boarding  school,  our 
children  come  from  a  wide  area  and  we 
liaise  with  many  different  local 
authorities.  As  the  teacher  responsible 
for  our  senior  Support  Groups  and  in 
particular  for  the  transition  group 
(school  leavers)  I  have  a  particular  inter- 
est in  and  concern  for  the  future  place- 
ment and  assessment  of  our  children. 

For  parents  as  well  as  students  the 
imminence  of  the  end  of  school  can  be 
a  very  worrying  time;  as  a  parent  myself 
—  I  know  how  it  feels! 

For  the  parents  of  children  who  are 
multi-handicapped  the  anxiety  is 
compounded  by  a  great  many  other 
factors.  If  the  child  has  been  in  board- 
ing provision  there  may  well  be  a  major 
change  in  the  parent's  lifestyle  as  well 
as  the  child's  and  this  needs  to  be 
planned  carefully.  For  the  child  in  the 
school  there  needs  to  be  considerable 
time  spent  on  preparation  for  change 
but  what  is  most  important  for  all  those 
involved  is  that  we  have  some  idea  of 
what  lies  ahead. 

The  National  Curriculum  is  a  reality 
in  our  schools  now  and  most  special 
schools  have  already  begun  its  intro- 
duction. The  extra  year  allowed  to 
special  schools  was  not  much  of  an 
advantage  because  it  only  delayed  the 
introduction  of  the  statutory  orders  for 
english,  maths  and  science.  The  other 
orders  have  to  be  implemented  on  time. 
This  could  have  resulted  in  schools 
having  to  introduce  several  subject 
orders  at  once  instead  of  spreading  the 
load. The  difficulty  faced  by  those  of  us 
working  with  students  who  may  well 
leave  school  while  still  on  the  very 
early  levels  of  the  National  Curriculum 
iial  happens  after  sixteen.  Many  of 
our  students  need  extra  time  to  develop 
and  will  benefit  from  access  to  contin- 
ued education.  To  be  meaningful  in 
any  useful  way,  the  courses  followed 
by  these  students  must  link  in  with 
some  notion  of  what  placements  are 


available  after  school  and  that  at  pres- 
ent can  be  something  of  a  dilemma. 

Many  local  authorities  are  currently 
re-organizing  their  services  and  for  some 
this  involves  political  and  philosophi- 
cal considerations  as  well  as  financial 
ones.  Those  of  us  working  in  schools 
can  no  longer  assume  that  placements 
we  may  recommend  to  parents  and 
with  which  parents  are  in  full  agree- 
ment will  necessarily  be  funded.  Local 
authorities  are  often  keen  to  develop 
locally  based  services  of  which  we  as 
teachers  in  schools  could  be  unaware. 
Parents  may  well  not  be  informed  as  to 
current  local  trends  and  can  find  that 
they  have  to  consider  alternatives  which 
are  presented  at  a  time  when  they  may 
feel  confused  and  anxious.  Information 
needs  to  be  readily  available  well  in 
advance  of  students  reaching  school 
leaving  age.  This  is  so  that  teachers  and 
local  authority  representatives  can 
advise  parents  and  prepare  students  to 
allow  real  choice. 

At  present  there  are  very  few  spe- 
cialist further  education  placements  for 
the  multi-handicapped  visually  im- 
paired and  the  development  of  local 
services  should  enhance  and  not  di- 
minish educational  opportunities.  The 
emphasis  should  be  on  adequately 
assessing  the  needs  of  the  student  and 
continuing  to  support  the  idea  of  a 
'broad  and  balanced'  curriculum,  whilst 
giving  recognition  of  the  specialist 
support  required  for  this  to  be  a  reality. 
I  hope  that  parents,  teachers  and  local 
authorities  working  together  with,  and 
on  behalf  of  the  students  can  ensure 
that  this  is  what  happens. 

Olga  Miller 

Keep  Deaf 
Children  Safe 

Many  children  are  being  abused  emo- 
tionally, physically  and  sexually.  We 
are  now  more  aware  of  the  long  term 
effects  of  child  abuse  and  the  implica- 
tions for  the  child's  personality,  future 
life  and  relationships. 

As  adults  we  have  the  responsibility 
to  respect  children  and  their  right  to  a 
happy  childhood.  We  must  offer  them 
protection  during  their  early  years  of 
learning  and  growth. 

Keep  Deaf  Children  Safe  (KDCS)  is  a 
research  and  development  project 
funded  by  The  National  Deaf  Children's 
Society  and  the  Nuffield  House  Hear- 
ing and  Speech  Centre.  It  aims  to  find 
out  how  much  abuse  is  happening  and 
the  special  implications  of  abuse  for 
deaf  children. 


The  abused  deaf  child  has  particular 
safety,  diagnostic  and  treatment  needs. 
Most  professionals  or  carers  will  need 
additional  training  in  how  to  help  the 
abused  deaf  child. 

KDCS  aims  to  develop  these  new 
and  positive  safety  and  treatment  pro- 
grammes. A  counselling  and  advice 
service  for  parents,  children  and  pro- 
fessionals is  also  offered. 

Margaret  Kennedy 
KDCS,  The  Nuffield  Hearing  & 
Speech  Centre,  Gray's  Inn  Road, 
London  WCl.  Telephone  071-  833 
5627  Minicom  and  voice 

Can  Anyone  Help? 

I  would  like  to  get  in  touch  with  blind, 
partially  sighted  and  deaf-blind  women 
who  may  be  willing  to  help  me  research 
for  a  book  I  am  writing  entitled 
'Women's  Experiences  of  Visual  handi- 
cap'. 

I  have  Usher  Syndrome — I  am  par- 
tially deaf  and  became  blind  about  a 
year  ago  when  I  was  37. 

I  was  surprised  to  find  that  there  was 
little  information  available  about  what 
day-today  life  is  like  for  women  who 
were  either  born  visually  handicapped 
or  who  became  so  later  in  life. 

I  would  be  grateful  if  any  readers 
would  spare  me  a  little  time  to  write  to 
me  either  in  print  braille  or  on  tape,  to 
let  me  know  what  it  is  like  for  them  as 
visually  handicapped  women. 

Perhaps  there  are  common  problems 
that  we  face  as  visually  handicapped 
women.  Perhaps  there  are  solutions 
that  we  can  also  share. 

Gaela  Benn 

300A  Longbridge  Road,  Barking 

Essex  1G11  9EH 

Thank  Heavens 
for  Sense 

Having  written  to  my  MP,  Mr  Peter 
Walker,  and  to  the  Health  Secretary 
requesting  an  inquiry  into  the  tragic 
death  of  deaf-blind  Beverley  Lewis,  I 
sat  back  and  thought,  "thank  heavens 
for  Sense".  It  was  a  meeting  with  Doreen 
Morris,  followed  by  a  stimulating 
Weekend  Away,  which  led  to  my  being 
introduced  to  Simon  Banks  who  then 
met  my  son,  Mark.  Simon  came  to  visit 
us  at  our  country  home  and  a  few  months 
later  Mark  secured  a  place  at  Poole- 
mead  -  the  transformation  was  begin- 
ning. 

Since  then  Mark  has  discovered 
many  talents  such  as  gardening,  wood- 
work, painting,  carving,  pottery  and 
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numerous  others.  He  has  made  many 
friends  attending  clubs  and  leisure 
centres,  and  he  leads  a  full  and  con- 
tented life.  His  craftsmanship  is  appar- 
ent all  around  our  home  :  the  patio  table 
and  benches,  the  hall  table  and  match- 
ing plant  stand,  both  decorated  with 
his  own  crafted  and  painted  tiles.  My 
posture  stool  in  particular  is  a  great 
comfort  when  my  back  tells  me  it  is 
time  to  sit  down.  The  cushion  cover  he 
wove  and  the  matching  chairback  are 
'one  offs'  -  in  50  years  time  you'll  see 
them  on  the  Antiques  Road  Show, 
priceless  and  made  by  a  truly  talented 
craftsman  who  was  taught  and  inspired 
at  Poolemead.  If  only  poor  Beverley 
had  received  such  help,  things  would 
have  been  so  different. 

So,  once  again,  my  sincere  thanks  to 
Sense,  Poolemead  and  all  your  won- 
derful people  helping  in  so  many  ways. 

Margaret  Evans. 


Dr  H  M  Cohen  cbe 

It  was  sad  to  learn  of  the  death  of  a 
long  standing  friend  of  Sense,  Dr 
Harold  Cohen.  We  first  met  him  when 
he  attended  our  first  ever  Conference 
in  1 961 .  He  was  then  Principal  School 
Medical  Officer,  Birmingham  and  he 
also  represented  the  Society  of  Medi- 
cal Officers  of  Health.  He  was  kind 
enough  to  chair  the  session  on  Par- 
ents' Needs  on  that  occasion  and  from 
then  on  was  a  firm  supporter  of  our 
parents. 

In  1972  he  became  our  President 
and  held  this  office  until  he  retired  in 
1978.  He  kept  in  touch  with  us  through 
the  ensuing  years,  always  ready  to 
help  with  advice  and  sending  us  in- 
formation he  felt  was  of  help  to  us.  He 
always  wrote  of  'the  dear  children' 
and  was  full  of  praise  for  the  way  the 
parents  battled  on.  He  was  a  kindly, 
thoughtful  and  gentle  person  and  a 
good  friend  whom  we  shall  greatly 
miss. 

Peggy  Freeman 


Bogus  Social  Workers 

Much  has  been  written  in  the  press 
recently  about  the  widespread  reports 
of  bogus  social  workers  conducting 
examinations  on  children  in  their 
homes. 

Without  being  alarmist,  Sense  feels 
parents  of  deaf-blind  children,  or  chil- 
dren with  any  disability,  should  be  on 
their  guard,  ensuring  all  home  visits  are 
prefaced  by  an  appointment,  and  al- 
ways asking  for  identification.  Any- 
thing suspicious  should  of  course  be 
reported  to  your  local  police. 


Talk  to  Me 

by  Sue  Brearley 

Published  by  A  C  Black 

Price  £4.95 

Sympathetically  and  well  written,  this 
book  tries  to  help  the  young  child  enter 
the  world  of  those  who  have  hearing 
and  speech  difficulties.  The  text  and 
pictures  combine  well  to  show  the  many 
ways  of  communicating  available  both 
to  hearing  impaired  and  disabled  chil- 
dren. 

The  book  actively  encourages  the 
normal  child  to  try  and  communicate 
with  and  identify  with  those  less  able 
than  themselves.  The  inclusion  of  the 
finger  alphabet  chart  and  addresses  to 
write  to  for  further  information  are 
useful  for  both  parent  and  teacher. 

In  schools  where  it  is  possible  to  find 
integration  of  pupils  with  these  sorts  of 
disabilities  and  hearing  children,  this 
book  is  a  great  help.  It  deserves  a  place 
in  the  school  library  and  is  reasonably 
priced.  My  own  children  aged  10  and 
12  also  enjoyed  reading  it  and  said  it 
gave  them  an  insight  into  the  problems 
these  children  face. 

Lorraine  Mountain 
Teacher,  First  School 

Talk  to  Me 

I  think  that  the  title  of  the  book  de- 
scribes what  the  book  is  about.  I  think 
the  line  'Does  someone  want  to  talk  to 
you?'  is  good. 

I  did  not  learn  much  but  I  think  a  lot 
of  people  will  if  they  do  not  know 
disabled  people. 

I  think  more  people  should  care  about 
disabled  people  especially  the  Govern- 
ment. 

In  the  book  there  were  four  ways  of 
disabled  people  communicating.  They 
are  lipreading,  sign  language,  symbols 
and  finger  spelling. 

I  like  the  book. 

Sarah  Matthews  -  aged  8 


Stimulation  Guide 

for 

Multi-Sensory 

Impaired 

Children 

by  F  J  Dale 
Published  by  Woodhead-Faulkner 

£19.95 

For  any  of  us  who  want  a  list  of  good 
ideas,  this  is  the  book.  There  are  liter- 
ally hundreds  of  suggestions  for  activi- 
ties that  might  help  a  child. 

The  author,  in  a  strong  and  well 
argued  introduction,  gives  his  ration- 
ale for  collecting  the  ideas  contained  in 
the  book  and  explains  how  the  ideas 
could  be  used  in  conjunction  with  the 
'Progress  Guide'  written  by  the  same 
author  several  years  ago. 

The  format  of  the  Stimulation  Guide 
follows  that  of  the  Progress  Guide,  with 
activities  grouped  under  the  headings 
Locomotion,  Occupational,  Personal/ 
Social,  Dressing,  Feeding,  Washing/ 
Bathing,  Toiletting,  Communication 
and  Language.  In  each  chapter  there  is 
a  brief  introduction  about  general  prin- 
ciples and  then,  most  usefully,  the 
Guidelines  which  describe  a  range  of 
activities. 

This  is  a  book  ideally  suited  for  skim- 
ming through  to  find  ideas  which  can 
be  used  to  teach  a  skill  or  approach  a 
learning  target.  I  have  no  doubt  that  all 
teachers  will  find  something  original 
and  of  interest  in  each  of  the  sections. 

There  are  three  types  of  publications 
to  support  the  deaf-blind.  There  are 
reports  of  research  based  studies,  there 
are  books  edited  by  experienced  people 
in  which  theories  are  explored  and 
practice  examined  and  there  are  collec- 
tions of  ideas  put  together  by  teachers. 
Each  have  their  use  and  characteristics. 
The  third  type  of  publication  needs  to 
describe  ideas  clearly,  identify  the 
purpose  of  each  activity  and  use  a  for- 
mat that  makes  the  ideas  accessible  to 
the  reader. 

The  Stimulation  Guide  goes  a  long 
way  towards  meeting  these  criteria  and, 
being  written  by  one  of  our  most  expe- 
rienced teachers,  makes  a  valuable 
addition  to  the  small  body  of  helpful 
literature  that  we  have  in  this  country. 

If  you  work  with  deaf-blind,  or  even 
multi-handicapped  children,  you  must 
have  access  to  this  book.  Someday  it 
will  give  you  just  the  idea  you  need  to 
help  a  child. 

Anthony  Best 

University  of  Birmingham 
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INFORMATION  EXCHANG 


Network  for  the 
Handicapped 

Sense  readers  maybe  interested  to  know 
about  Network  for  the  Handicapped 
which  provides  a  free  legal  advice  serv- 
ice specifically  for  disabled  people  and 
their  families.  The  service  is  free  and 
covers  education,  consumer  rights, 
housing  and  housing  benefit,  care  and 
wardship  proceedings,  Mobility  and 
Attendance  Allowances  and  all  mat- 
ters relating  to  income  support  and  the 
social  security  system.  Network  will 
also  handle  complaints  to  the  Ombuds- 
man and  appeals  to  the  Social  Security 
Commissioners  or  the  High  Court  of 
Justice. 

So  if  you  have  a  legal  problem  of  any 
kind,  write  to  them  at  16  Princeton 
Street,  London  WC1R  4BB  or  telephone 
them  during  office  hours  on  071-831 
8031  or  071  831  7740. 

New  Course  for 

Sensory  Impaired 

Disabled 

Halliwick  College  in  North  London, 
which  has  offered  further  education 
courses  for  students  with  a  wide  range 
of  disabilities  for  several  years,  has 
launched  a  new  course  for  students, 
from  16  plus,  with  profound  disability 
and  sensory  loss  to  start  in  September 
1990. 

The  aim  of  the  course,  they  say,  is  to 
provide  a  stimulating  and  conducive 
atmosphere  for  continued  growth  in  all 
areas  for  students  with  profound  diffi- 
culties for  whom  little  or  no  education 
training  is  available.  They  also  intend 
the  course  to  serve  as  an  assessment 
and  resources  unit  where  support  can 
eventually  be  offered  to  future  carers  so 
that  progress  can  be  maintained  and 
built  upon. 

For  further  details  please  contact 
Julie  Durham  at  Halliwick  College,  on 
081  360  2442. 

Wanted 

Free  or  very  cheap  BBC  computer  with 
disc  drive  for  use  in  Sense  office.  Con- 
tact Malcolm  Matthews  at  071  278  1005. 


Courses  and  Conferences 


Apology 


In  the  Spring  issue  of  Talking  Sense,  we 
omitted  to  mention  that  the  article 
,  '  :<:C(\s  First?  by  Dave  Wood  first 
appeared  in  Information  Exchange.  We 
apologise  fox  this  oversight. 


■  Saturday  23  June  1990, 10am 

RNIB  Sunshine  House  School,  Dene 
Road,  Northwood,  Middlesex 

National  Curriculum 
Information  Day 

Part  of  a  series  of  regional  information 
days  to  enable  professionals  working 
with  multi-handicapped  visually  im- 
paired children  to  acquaint  themselves 
more  fully  with  the  National  Curriculum. 
The  meeting  will  cover  various  aspects 
of  the  National  Curriculum  and  its 
relationship  to  the  curriculum  currently 
offered  to  many  of  these  children.  The 
work  of  the  organisers  (see  below)  will 
be  explained,  work  with  the  24-hour 
curriculum  will  be  investigated  and 
other  topics  covered.  There  will  be  a 
resource  bank  of  published  information 
available  for  inspection. 
Further  information  from:  J  D  Griffiths, 
Working  Party  on  the  National 
Curriculum  for  Multi-handicapped 
Visually  Impaired  Children,  Cruciform 
House,  Condover  Hall  School, 
Condover,  Shrewsbury  SY5  7 AH.  Tel: 
0743  72  3459. 

■  Thursday  28  June  1990,  10am  -  4pm 

RNIB,  Armitage  Hall,  London 

The  Assessment  of  Educational 
Needs  in  Preparation  for  School 

To  discuss  special  considerations  in 
terms  of  both  staff  and  resource  support 
to  ensure  successful  school  placement. 
Cost:  £25 

Further  information:  Administrator, 
RNIB  Education  Courses,  Marlborough 
house,  Holly  Walk,  Leamington  Spa, 
CV32  4XP.  Tel:  0926  452868. 

■  Saturday  7  July  1990,  9.30am  -  4.30pm 

Castle  Priory  College,  Thames  Street, 
Wallingford,  Oxfordshire  OX10  0HE 

A  sensory  curriculum  for  very 
special  people  -  a  practical 
approach  to  curriculum 
planning 

Course  tutor:  Flo  Longhorn,  St  John's 
School,  Bedford 

In  this  one-day  course  Flo  Longhorn 
demonstrates  a  curriculum  for  each  of 
the  senses  using  stimuli  which  can  be 
varied  to  suit  the  age  of  the  child  or 
young  person.  She  shows  how  these  can 
be  amalgamated  to  create  a  multi- 
sensory  experience  and  how  this  newly 
developed  awareness  can  be  integrated 
into  the  rest  of  the  school  curriculum. 
Cost:  £35  (inch  coffee,  lunch,  tea) 
Further  information:  above  address. 


■  Monday  16  July  1990, 10.00am  - 
4.30pm 

East  Midlands  Conference  Centre, 
University  of  Nottingham 

Family  based  respite  care:  a 
model  for  partnership 

This  conference  will  provide  an 
opportunity  to  take  stock  of  the  current 
state  of  respite  care,  particularly  in  the 
light  of  forthcoming  changes  in  the 
legislation.  A  wide  range  of  issues 
around  family  based  respite  care  will  be 
covered  in  ten  workshops  with  leaders 
drawn  from  the  ranks  of  parents,  carers 
and  professionals. 

Cost:  £45  (professionals),  £10  (carers, 
parents,  users) 

Further  information:  C  L  Orlik,  Fry 
Research  Centre,  University  of  Bristol, 
32  Tyndall's  Park  Road,  Bristol  BS8 
1PY.  Tel:  0272  238566 

■  26  May  -  31  May  1991 

Eastbourne,  Sussex,  England 

Deaf  Worlds:  together  towards 
2000 

An  international  conference  for  deaf 
people  and  the  people  who  work  with 
them.  Themes  will  include:  Advocacy, 
Developments  in  Technology, 
Education,  Telecommunications, 
Employment  and  Training, 
Rehabilitation. 

Further  details  from  Bridget  Dick, 
Conference  Organiser,  Royal  National 
Institute  for  the  Deaf,  105  Gower  Street, 
London  WClE  6 AH. 


Help  wanted  in 

the  Library  at 

Sense  in  the 

Midlands 

Do  you  live  in  or  near  Birmingham, 
and  would  you  come  to  help  me  as 
a  volunteer  in  the  Library  at  Sense- 
in-the-Midlands? 

I  need  someone  mainly  to  organ- 
ise and  develop  files  of  articles  on 
a  wide  range  of  topics  covering  all 
aspects  of  Sense's  work. 

If  the  idea  of  really  interesting 
work,  excellent  conditions,  with 
lovely  people,  but  no  money  ap- 
peals to  you,  please  phone  me  in 
the  Library  on  Wednesdays  or 
Thursdays  on  021  456  1564  to  talk 
it  over. 

Gini  Cloke 
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Application  Form 

Please  also  complete  the  questionnaire  overleaf  and 

return  both  forms  to  Carmel  Perry  at  Sense, 

31 1  Gray's  Inn  Road,  London  WClX  8PT. 


NAMES  OF  THOSE  ATTENDING: 
Adults   


Children 


Place  of  work  if  professional  members 


Address 


Telephone: 


(day) 
(eve) 


Do  you  wish  to  be  resident?  □  YES        □  NO 

If  yes  please  tick  preferred  accommodation: 

□  Single  Room 

□  Twin  Room 

□  Family  Room  (ie  twin  room  with  extra  bed[s]) 

We  will  do  our  best  but  cannot  guarantee  preferred  type  of  accommodation.  Priority  will  be  given  to  family 
members  with  young  children. 

FEES  (please  tick  appropriate  category) 

□  Children  under  16  Free 

□  Disabled,  Parent  &  Family  Members  (residential)  £30 

□  Professional/General  interest  Members  (residential)  £60 

□  Disabled,  Parent  &  Family  Members 

(non-residential*,  single  day)  £10 

□  Professional/General  interest  Members 

(non-residential*,  single  day)  £20 

*  non-residential  rates  include  registration,  coffee,  lunch  and  afternoon  tea  only. 

A  £5  deposit  per  person  is  payable  with  the  return  of  this  form  —  the  balance  payable  on  Friday  21 
September  1989,  at  the  start  of  the  weekend.  We  have  received  a  grant  to  cover  the  fees  of  parents  who 
would  like  to  attend  but  may  have  difficulty  in  finding  the  money.  Please  contact  Carmel  Perry  for  further 
details. 

Applications  from  professionals  or  general  interest  members  must  be  received  by  7  September  1989. 


For  office  use  only 
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Sense  ™^ZZZ"  Questionnaire 


(If  you  are  bringing  children  you  will  automatically  be  sent  a  creche  questionnaire) 


NAME 
ADDRESS 

TELEPHONE 


PLEASE  STATE  INTEREST  OR  STATUS  (ie  parent,  teacher,  RSW  etc) 


Do  you  require  any  of  the  following: 

Sign  Language  Interpreter*  □  YES  □  NO 

Loop  System*  □  YES  □  NO 

Deaf-Blind  Manual  Interpretation*  □  YES  □  NO 

Wheelchair  Access  □  YES  □  NO 

(please  let  us  know  if  you  have  any  other  type  of  disability  that  might  affect  your 
accommodation  needs) 

Special  Diet*  (if  yes,  please  specify)  □  YES  □  NO 


Braille  information  □  YES    □  NO 

Large  print  information  □  YES    □  NO 

Picking  up  from  New  Street  Station  on  Friday  □  YES    □  NO 

(if  yes,  please  state  time) 

NB  lifts  from  the  station  are  available  from  4.00pm  —  6.30pm  on  a  half  hourly  basis.  We 
cannot,  unfortunately,  pick  up  from  the  coach  station. 

Have  you  attended  a  Weekend  Away  before?  □  YES    □  NO 

We  try  to  offer  baby-sitting  for  all  children  in  the  evenings. 

Would  you  be  prepared  to  help  us  by  baby-sitting  for  an  hour  on 

Friday  or  Saturday  night?  □  YES    □  NO 

SIGNED    DATE    


*  Please  give  us  3  weeks  notice 
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Sense  holds  key  meeting 
with  government  group 


Over  30  MPs  and  Peers  heard  at  first  hand 
the  reality  of  finding  adequate 
residential  and  educational  provision  for 
people  with  multiple  disabilities  at  a 
recent  meeting  in  the  House  of  Commons. 


Gini  Cloke,  Sense  Council 
member,  and  Jean  Willson, 
respite  care  manager  of  Cross- 
roads, told  a  meeting  of  the 
All-Party  Parliamentary  Dis- 
ability Group  of  their  diffi- 
culties in  finding  placements 
for  their  children,  both  of 
whom  have  multiple  disabili- 
ties. 

Largest  all-party 
interest  group 

The  group  of  Peers  and  MPs 


is  the  largest  all-party  interest 
group  and  an  influential  force 
within  Parliament  on  disabil- 
ity issues,  putting  forward 
concerns  to  Ministers  and  in- 
fluencing legislation.  It  in- 
vited Challenge  -  the  cam- 
paign for  people  with  multi- 
ple disabilities  -  of  which 
Sense  is  a  key  member  -  to 
brief  the  parliamentarians  on 
some  of  the  particular  prob- 
lems for  those  with  multiple 
disabilities,  their  parents  and 
carers  in  light  of  recent  con- 


cerns over  the  ability  of  local 
authorities  to  pay  for  high  cost 
care  services. 

Inadequate  care 
costs  more  in  the 
long  term 

Gini  Cloke,  whose  son  Ian  is 
at  Sense  Midlands,  told  the 
MPs  and  Peers  of  her  frustra- 
tion at  having  little  assistance 
and  support  from  Social  Serv- 
ices in  caring  for  her  son  - 
until  she  was  introduced  to 
Sense.  Since  then  Ian  has  de- 
veloped communication 
skills,  expressing  his  interests, 
likes  and  dislikes  and  his 
'challenging'  behaviour  has 
disappeared.  Bernard 
Donoghue,  Sense  Campaigns 
Officer,  painted  a  broader  pic- 


ture of  the  problems  of  as- 
sessing need  and  providing 
services  across  the  country. 
The  MPs  heard  that  whilst 
the  cost  of  high  quality  serv- 
ices was  undoubtedly  expen- 
sive, providing  inadequate 
care  was  in  the  long  term  more 
costly  and  that  community 
care  legislation  was  based  on 
meeting  need.  The  Parliamen- 
tarians, including  all  the  Op- 
position parties  spokespeople 
on  disabilities,  pledged  their 
support  to  the  Challenge  cam- 
paign and  promised  to  assist 
in  raising  awareness  of  multi- 
ple disability  within  West- 
minster. 


Bernard  Donoghue 
Campaigns  Officer 


Rise  in  rubella  cases 


According  to  the  Communi- 
cable Diseases  Surveillance 
Centre  there  has  been  a  sig- 
nificant increase  in  clinical 
and  laboratory  confirmed  re- 
ports of  rubella  during  the 
first  12  weeks  of  1993. 

This  increase  comes  after  a 
year  with  the  lowest  recorded 
incidence  which  even  lacked 
the  usual  seasonal  increases 
in  Spring  and  Autumn. 

According  to  the  CDSC, 
there  were  158  laboratory  con- 
firmed cases  during  the  first 
seven  weeks  of  1993  com- 
pared to  201  for  the  whole  of 
1992.  Subsequent  press  re- 
ports, using  unpublished  but 
even  more  up  to  date  figures 
claim  there  were  three  times 
as  many  cases  in  the  first  three 


months  as  in  the  whole  of  the 
previous  year. 

Clearly  this  is  a  worrying 
trend  and  while  there  are 
those  who  dismiss  it  saying 
that  most  of  the  cases  relate  to 
young  men,  there  were  22 
cases  confirmed  in  women  of 
child  bearing  age,  one  of 
whom  was  pregnant.  Further- 
more, rubella  is  such  a  mild 
illness  for  most  people,  they 
do  not  bother  to  go  their  doc- 
tor so  it  is  well  known  that 
clinically  diagnosed  cases  like 
these  are  just  the  tip  of  the 
iceberg. 

The  National  Council  for 
Child  Health  will  watch  this 
trend  with  concern,  especially 
later  in  the  year  when  those 
mothers,  currently  pregnant 
will  have  given  birth. 


New  funding  for 
Development  Officer 
in  Wales 

After  intensive  lobbying,  the  Welsh 
Office  has  agreed  to  support  a 
development  worker  in  Wales.  This 
was  formally  announced  by  the  Under- 
Secretary  of  State  for  Wales,  Gwilym 
Jones  MP,  at  the  Welsh  conference  on 
deafblindness  held  by  Sense  in  June. 

Said  Hazel  Benjamin  of  Sense 
Cymru,  "This  presents  a  wonderful 
opportunity  to  show  support  for 
deafblind  people  living  in  Wales.  The 
£25,000  over  two  years  for  the 
development  worker  will  help  to 
prepare  for  the  future  provision  of 
services." 
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Tomorrow's  World 


On  Wednesday  5  May  1993,  MADGE  (Manual 

Alphabet  Decoding  Glove)  made  her  debut  on 

Tomorrow's  World  accompanied  by  Julia 

Gates,  who  is  deaf  blind  and  Kirsteen  Coupar, 

of  Sense,  who  reports. 

As  Talking  Sense  readers  will 
no  doubt  know,  Sense  had 
been  involved  in  working 
with  Robert  Klein,  a  third  year 
student  at  University  College 
of  London  in  developing  the 
glove.  Our  enterprising  Press 
Officer,  Billy  McKenna  has 
somehow  managed  to  gain 
some  very  good  publicity  for 
us  on  prime  time  television. 
My  part  (or  so  I  thought)  was 
one  of  a  co-ordinator  of 
events,  linking  the  various 
people  involved  and  making 
sure  everything  would  run 
smoothly.  It  was  only  during 
a  pre-filming  meeting  with  an 
assistant  producer  that  it  oc- 
curred to  me  that  the  Tomor- 
row's World  team  might  have 
difficulty  communicating 
with  Julia  on  air.  I  voiced  my 
concern  and  my  particular 
attack  of  nerves  occurred 
when  I  was  informed  that  I 
was  expected  to  interpret. 

The  script  was  written  be- 
fore the  day,  Julia's  responses 
having  been  selected  and  pro- 
grammed into  theglove  based 
on  previous  conversations 
with  a  producer.  Julia,  thank- 
fully was  given  full  veto  on 
any  scripting,  which  saved  us 
some  agonizing  moments 


Robert  Klein 

wondering  if  she  would  be 
asked  any  awkward  ques- 
tions. 

Wednesday  5  May  arrived. 
I  had  felt  a  bit  like  King  Canute 
trying  to  turn  back  the  tide  in 
the  days  preceding.  A  car 
picked  us  up  in  the  morning 
and  drove  us  in  relative 
luxury  to  the  studio,  where 
the  hard  work  began.  It  was 
only  on  our  arrival  that  we 
were  informed  that  the  piece 
was  going  to  be  taped  and  not 
sent  out  live  as  previously 
planned.  Rehearsals 

abounded,  technical  adjust- 
ments took  up  a  large  portion 
of  the  day,  and  Julia  and  I 
seemed  to  spend  a  lot  of  time 
sitting  around  waiting.  Fi- 
nally we  were  whisked  off  to 
make-up  and  spent  a  glori- 


ous fifteen  minutes  each  be- 
ing pampered  before  we  were 
back  to  the  set  for  the  filming. 
Robert  Klein  had  tinkered  and 
adjusted  and  reprogrammed 
responses  as  the  script 
changed  and  we  were  raring 
to  go. 

Julia  looked  cool  as  a  cu- 
cumber as  I  perspired  gently 
under  the  hot  lights  with  a 
microphone  lead  up  my 
jumper.  The  first  take  was 
abandoned  after  the  presenter 
muddled  her  lines,  the  sec- 
ond by  technical  problems 
near  the  end,  the  third  by  a 
coughing  attack,  brought  on 
by  nerves  I  think.  One  glass  of 
water  later  I  was  preparing 
yet  again  to  interpret  the  same 
questions,  but  it  was  decided 
to  edit  the  three  takes  together 
so  we  were  off  the  hook. 

The  video  recording  was 
shown  in  a  team  meeting  the 
next  morning  and  life  was 
generally  unbearable  at  work 
for  a  good  two  weeks  until 
the  staff  at  Finsbury  Park  had 
become  acclimatised  to  hav- 
ing a  celebrity  in  their  midst. 

The  response  has  been 
great,  with  phone  calls  ask- 
ing for  more  information,  of- 
fering advice,  help,  but  alas 
no  funding  offers  yet. 

If  you  would  like  a  copy  of 
the  Tomorrow's  World 
video,  contact  Billy 
McKenna  at  Sense  Head 
Office.  Copies  cost  £5. 


A  Major  reshuffle 


While  most  press  attention 
has  focused  on  the  demise  of 
the    Chancellor    Norman 
Lamont  and   the  game  of 
musical   chairs  around   the 
Cabinet  table,  changes  have 
also  occurred  at  ministerial 
levels.   I  im  VeO  Ml',  former 
junior  Health   Minister  re- 
sponsible for  <  ommunitycare 
::<,'.:  ot<  <l  to  Minister  of 
with  responsibility  for 
eminent  at  the  De- 


partment of  the  Environment. 

Mr  Yeo,  a  former  Chief  Ex- 
ecutive of  The  Spastics  Soci- 
ety, spoke  at  the  Challenge 
fringe  meeting  on  multiple 
disability  at  last  year's  Con- 
servative party  conference. 
He  is  replaced  by  John  Bowls 
OBE,  the  MP  for  Battersea, 
who  is  promoted  from  the 
backbenches.  Mr  Bowis  is  a 
strong  supporter  of  Sense 
having  assisted  us  in  tabling 


amendments  on  special  needs 
education  to  the  recent  Edu- 
cation Bill.  Sense  hopes  that 
the  new  Minister,  who  will 
also  have  responsibility  for 
community  care  and  disabil- 
ity policy,  will  continue  to 
demonstrate  his  support 
whilst  in  office. 


Bernard  Donoghue 
Campaigns  Officer 


Make  a 
Statement!  - 
The  Spastics 
Society 

During  the  past  year,  The 
Spastics  Society  has  been  in- 
volved in  a  series  of  activi- 
ties designed  to  raise  aware- 
ness about  the  problems  and 
difficulties  that  surround  the 
assessment  and  state- 
menting  process  for  children 
with  special  educational 
needs.  Last  summer  the  Soci- 
ety published  the  damning 
results  of  a  study1  of  the  expe- 
riences of  parents  and  chil- 
dren under  the  1981  Educa- 
tion Act.  It  was  carried  out 
with  the  help  of  240  families 
with  children  with  cerebral 
palsy  and  learning  disabili- 
ties. Its  findings  indicated  that 
the  1981  Act  was  clearly  not 
working  successfully  for  the 
children  or  their  families. 

The  'Make  a  Statement' 
campaign  culminated,  on 
May  11,  in  a  successful  lobby 
of  parliament  by  parents  and 
carers.  The  parents  were  ad- 
dressed by  many  supportive 
MPs,  including  Sir  Malcolm 
Thornton,  Chair  of  the  Com- 
mons Select  Committee  on 
Education,  Win  Griffiths  MP, 
Labour  front  bench  spokes- 
person on  special  needs  edu- 
cation and  Liz  Lynne,  of  the 
Liberal  Democrats. 

The  aim  of  the  campaign  is 
to  seek  all  party  support  for 
radical  improvements  to  the 
statementing  process  includ- 
ing a  time  limit  of  six  months 
for  completion  of  assessment 
and  issue  of  the  statement  and 
also  guaranteed  access  to  the 
wide  range  of  additional  pro- 
fessional support  that  all  chil- 
dren with  complex  disabili- 
ties have  a  right  to  expect. 

At  the  height  of  the  lobby 
around  100  people  assembled 
in  the  Grand  Committee 
Room,  together  with  repre- 
sentatives from  Sense,  the 
Autistic  Society  and  the  Na- 
tional Portage  Association. 

1     'A  Hard  Act  to  Follow',  by 
Ann  Leonard 


4  ■  Talking  Sen  <■  ■  Summer  1993 


NEWS 


Settled  and  thriving  in  Louth 


The  progress  made  by  the  five  new  students 
who  arrived  in  Louth  in  September  has  made 
all  the  efforts  put  into  fundraising  and 
planning  for  the  Group  Home  and  the 
Lincolnshire  Resource  Centre  very  worthwhile. 


The  Group  Home  was  opened 
by  singer  Barbara  Dickson 
and  is  an  attractive,  comfort- 
able house  in  a  new  develop- 
ment. The  students  settled  in 
quickly  and  they  participate 
fully  in  domestic  routine. 
Group  Home  Manager, 
Louise  Knight,  and  the  staff 
appreciate  the  potential  of  the 
area  for  outings.  Highlights 


have  included  an  ascent  of 
Lincoln  Castle  tower  led  con- 
fidently by  Gregory  Snowden 
and  a  visit  to  the  National 
Fishing  Heritage  Centre  in 
Grimsby.  There  Derek  Gant 
took  to  the  morse  keys  and 
everyone  enjoyed  the  'heav- 
ing' of  the  mock  trawler  deck. 
Ten  pin  bowling  and  ice-skat- 
ing are  popular,  with  Chris 


Jones  and  Bobby  Ounsworth 
showing  real  potential  on  the 
ice.  The  coast  and  Wolds  pro- 
vide many  walks  and 
Mahmood  Gondal's  mobility 
has  benefited  from  them. 

All  these  activities  encour- 
age communication  and  con- 
fidence. The  education  pro- 
gramme at  the  Resource  Cen- 
tre provides  the  essential  prac- 
tise needed  to  develop  the 
basic  skills  which  underpin 
communication.  Along  with 
the  students  from  Skegness, 
everyone  has  a  blend  of  for- 
mal classroom  sessions,  fit- 
ness and  massage  and  at  least 


two  community-based  activi- 
ties a  week.  Links  with  local 
colleges  for  physical  educa- 
tion, horticulture  and  build- 
ing skills  are  important. 

Specialised  teaching  of 
Braille  skills  is  led  by  Denise 
Ford  who,  with  Education 
Tutors  Heather  Miller  and 
Sarah  Smith,  has  established 
this  vital  element  in  the  re- 
gion's services  in  less  than  a 
year. 

Now  the  opportunities  of 
summer  beckon  and  the  stu- 
dents' new  gardening  skills 
will  be  put  to  good  use  at 
home. 


Sam  is 
special 

Sam  Spendlove  -  now  aged 
19  months  -  has  been  a  very 
important  part  of  the  Educa- 
tion Programme  at 
Werrington's  Vocational 
Workshop. 

Since  he  was  born  he  has 
been  visited  every  two 
months  by  Laura  Curtis  and 
Michaela  Anis  who  have  kept 
special  records  in  braille  with 
photographs  of  Sam's  devel- 
opment and  activities. 

Thanks  to  Sam's  family  it 
has  been  a  wonderful  oppor- 
tunity to  learn  about  feeding, 
bathing,  changing  and  dress- 
ing infants. 

Laura  and  Michaela  vis- 
ited Mothercare.  As  they  have 
experienced  the  choice  of 
products  available  they  have 
learned  that  many  things  are 
known  by  their  brand  names. 

This  long  term  connection 
with  the  Spendlove  family 
means  Laura  and  Michaela 
are  learning  about  annual 
events  and  celebrations  as 
well  as  Sam's  daily  routine. 
There  is  no  better  way  of  un- 
derstanding about  family  life 
and  this  is  a  very  special 
project  for  everyone  con- 
cerned. 
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New  residential 
project  for 
Northern  Ireland 


Plans  are  underway  for  a  new 
residential  and  day  care 
project  for  young  deafblind 
adults  in  Northern  Ireland. 

Sense  Northern  Ireland  is 
working  with  Habinteg 
Housing  Association  over 
developing  and  managing  the 
project,  which  will  incorpo- 
rate two  bungalows  for  five 
people  and  a  separate  day  care 
and  training  facility. 

The     scheme     (shown 
above),  which  will  be  built  in 


Eden,  Carrickfergus  is  sup- 
ported by  the  Department  of 
Health  and  the  Northern 
Health  and  Social  Services 
Board,  Loughside  Unit  of 
Management.  It  will  be  de- 
signed to  offer  practical  sup- 
port to  young  deafblind 
adults  in  an  environment  tai- 
lored to  their  needs. 

Sense  Northern  Ireland 
now  has  the  task  of  raising 
around  £300,000  towards  the 
day  care  and  training  side  ol 
the  project. 


Intervenor  scheme 
underway 

Ten  Lincolnshire  f  amiles  are 
now  receiving  support  for 
their  deafblind  relative  from 
an  intervenor  recruited  and 
trained  by  Sense  East  on  be- 
half of  Lincolnshire  Social 
Services  department. 

It  is  already  clear  that  all 
the  hours  allocated  to  this 
service  in  its  first  year  will  be 
used  up  on  the  work  of  the 
seven  intervenors  and  the 
project  co-ordinator,  Moira 
Barrett. 


New  Family 
Resource  for 
Northern 
Ireland 

Sense  Northern  Ireland  is 
planning  to  develop  a  Family 
Resource  Centre  once  it 
moves  to  new  premises  out- 
side Belfast  in  the  next  few 
months. 

The  Family  Resource  Cen- 
tre will  be  a  base  for  provid- 
ing services  to  families,  who 
will  also  be  able  to  use  it  as  ,i 
drop-in  centre,  library  and 
meeting  place. 
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Finding  genes  which 
cause  Usher  syndrome 


In  May  Sense  hosted  a  meeting  for  eighty  families 
and  friends  who  have  Usher  syndrome  to  hear  Dr 
Bill  Kimberling  talk  about  recent  research  into 
finding  the  genes  which  cause  Usher  syndrome. 


To  set  the  scene  Dr  Kimberling 
first  gave  some  information 
about  genes.  He  explained 
that  each  human  has  23  pairs 
of  chromosomes  in  each  cell 
in  the  body.  These  chromo- 
somes are  made  up  of  DNA, 
and  carry  genes.  In  each  of 
the  23  pairs  one  chromosome 
is  inherited  from  the  father, 
and  one  from  the  mother.  Af- 
ter a  baby  is  conceived  the 
genes  from  both  parents  tell 
the  cells  in  their  child's  body 
how  to  develop.  Most  genes 
are  harmless,  i.e.  do  not  give 
wrong  information.  Some- 
times the  gene  information  is 
missing  or  wrong,  and  the 
child  develops  an  inherited 
disorder  like  Usher  syn- 
drome. 

Dr  Kimberling,  who  works 
at  Bovs  Town  National  Re- 


search Hospital  in  Omaha, 
USA  described  how  the  re- 
searchers at  Boys  Town  and 
at  other  centres  in  the  USA  set 
about  finding  the  genes  which 
cause  Usher  syndrome. 

After  much  painstaking 
work  using  blood  samples 
drawn  from  many  families  in 
the  USA,  Sweden  and  other 
European  countries  between 
1990  and  1992  researchers 
found  5  genes  responsible  for 
Usher  type  I  and  type  II.  The 
most  recent  find  was  for  Usher 
type  I  on  chromosome  II 
which  has  two  genes  on  dif- 
ferent 'arms'  of  this  chromo- 
some. Because  of  these  dis- 
coveries, the  regions  that  must 
be  covered  in  order  to  map 
the  exact  place  for  these  genes 
are  now  much  smaller  -  if 
you  like  instead  of  having  to 


look  over  the  whole  map  of 
the  UK  for  one  place  now  the 
hunt  has  been  reduced  to  one 
county. 

Dr  Kimberling  finished  his 
talk  with  some  points  about 
future  research.  Once  the 
genes  have  been  located  the 
next  stage  is  to  decode  their 
messages  and  find  out  what 
the  mistakes  are  and  what 
information  is  missing.  Even- 
tually pin-pointing  these 
genes  can  also  help  in  telling 
us  who  are  the  carriers.  This 
test  will  be  of  importance  to 
brothers  and  sisters  of  people 
with  Usher  too. 

This  day  was  exciting  and 
of  great  importance  to  the 
families  who  attended  be- 
cause it  put  them  in  touch 
with  the  research  which  may 
eventually  yield  the  answers 
to  finding  the  causes  and  treat- 
ments for  Usher  syndrome. 

Mary  Guest 

Head  of  Usher  Syndrome 

Services 


Nominate  your  Young  Deaf  Achievers! 


The  search  has  started  for 
nominations  for  BT  Young 
Deaf  Achievers  '93.  Any 
young  deaf,  deafblind  or 
hard  of  hearing  person  aged 
between  16  and  29  whose 
achievements  are  considered 
to  be  outstanding  in  any 
field,  can  be  put  forward. 

Then  is  also  an  Employ- 
ers' Award  which  recognises 
the  employer  who  is  making 
the  strongest  commitment  to 
employing  young  people 
with  a  hearing,  or  a  hearing 
and  sight,  impairment. 

BT    is    sponsoring    the 

awards  over  the  next  two 

as  pari  of  its  extensive 

ramme  of  support  for 

ith  Spa  l-il  needs. 


BT  Young  Deaf  Achievers 
'93  is  organised  by  Deaf  Ac- 
cord, a  consortium  of  three 
deaf  consumer  organisations: 
the  British  Deaf  Association; 
The  National  Deaf  Children's 
Society  and  Sense  (the  Na- 
tional Deaf  Blind  and  Rubella 
Association). 

The  annual  BT  YD  A 
Awards  underline  the  fact 
that  young  deaf  people  can 
achieve  great  things  despite 
their  handicap.  They  also 
demonstrate  to  employers  the 
skills  that  are  available,  and, 
at  the  same  time,  provide  a 
splendid  role  model  for  other 
young  deal  people. 

A  winner  and  runner-up 
will  be  selected  from   10  re- 


gions covering  the  whole  of 
the  UK.  The  winner  from  each 
region  will  be  invited  to  at- 
tend the  awards  ceremony 
and  luncheon  at  the  Cafe 
Royal  in  London. 

From  these  ten,  the  three 
winners  of  the  gold,  silver  and 
bronze  national  awards  will 
receive  prizes  of  £1,000,  £500 
and  £250  respectively. 

For  more  information 
about  BT  Young  Deaf  Achiev- 
ers '93  and  a  nomination  form, 
please  write  to: 

Chris  Shaw 

BT  Young  Deaf  Achievers 
'93,  603  Charitybase 
50  Westminster  Bridge 
Road,  London  SE1  7QY. 
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Help 
choose  a 
holiday 

As  summer  approaches,  the 
Holiday  Team  gets  busier 
and  busier.  The  first  holi- 
day went  on  11  June  and  a 
total  of  28  to  organise,  so 
life  in  the  holidays  depart- 
ment is  very  lively! 

However,  this  year  we  have 
had  more  holiday  applica- 
tions than  ever  before,  and  so 
find  ourselves  really  tight  for 
spaces.  Originally  we  had  109 
spaces  on  offer,  but  as  it  be- 
came obvious  that  we  would 
be  overwhelmed  with  appli- 
cations, we  managed  to  find 
some  more  funds  and  have 
been  able  to  increase  the 
number  to  1 1 6. 

Unfortunatel v,  we  fear  that 
this  still  won't  be  enough,  and 
we  may  have  to  turn  away 
some  of  the  later  holiday- 
maker  applications,  which  is 
something  we  really  are  not 
looking  forward  to  doing. 

This  is  the  first  time  this 
has  happened,  and  if  the  trend 
continues  we  need  to  be  pre- 
pared to  cope  with  it  next  year . 
Obviously  there  is  a  limit  to 
the  funds  available  and  we 
cannot  increase  spaces  indefi- 
nitely. So  we  are  left  with  the 
problem  of  how  on  earth  do 
we  choose  who  should  get  a 
holiday  and  who  shouldn't  - 
what  criteria  should  we  use 
for  prioritising? 

If  you  have  any  ideas  on 
this,  we  would  really  appre- 
ciate hearing  from  you.  We 
have  already  discussed  the 
issues  with  the  Adult  Serv- 
ices Committee  Special  Inter- 
est Group  and  also  the  Fam- 
ily Forum,  which  has  been 
really  helpful,  but  the  more 
opinions  we  can  get  the  bet- 
ter. 

I  look  forward  to  hearing 
from  you.  Thanks  very  much. 

Lucinda  Dowson 
Holiday  Officer 
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Three  years  on 


The  Royal  Schools  for  the  Deaf 
Multi-sensory  Impairment  Unit  I  Resource 
reflects  on  three  successful  years. 


Approximately  three  years 
ago  a  new  unit  was  set  up  at 
the  Royal  Schools  for  the 
Deaf  in  their  schools  in 
Cheadle  Hulme.  Shortly  af- 
ter Sense  invited  me  to  write 
an  article  about  the  type  of 
provision  we  had  to  offer 
deafblind  children.  At  that 
time  we  had  only  one  pupil, 
Victoria,  then  aged  six,  and 
the  information  given  was 
understandably 'theoretical', 
talking  about  things  we 
hoped  we  would  provide. 

Thankfully,  due  to  the 
hard  work  of  both  staff  ap- 
pointed to  the  Unit  and  those 
already  working  with  the 
'main  school',  the  efforts  of 
those  concerned  has  borne 
fruit. 

We  now  have  seven  pu- 
pils on  roll  at  the  Unit  with 
our  eighth  child  due  to  start 
in  the  Autumn  Term.  Moreo- 
ver we  are  expanding  our  Unit 
and  will  by  September  be  uti- 
lising the  wing  directly  above 


our  present  unit.  This  will 
house  an  older  adolescent 
group  of  MSI  pupils  which 
will  complement  the  present 
unit  which  has  polarised  into 
a  more  homogenous  group  of 
younger  MSI  children  in  the 
infant/primary  age  range. 

It  has  been  most  reward- 
ing to  find  that  half  of  our 
children  are  of  pre  school  age. 
A  reflection  we  feel  on  the 
fact  that  LEA's  are  respond- 
ing to  the  1988  Education  Re- 
form Act  suggesting  that  good 
regional  provision  be  estab- 
lished for  deafblind  children. 

The  Multi  Sensory  Support 
Service  is  an  integrated  part  of 
the  whole  school  population 
at  the  Royal  Schools  for  the 
Deaf  offering  provision  for 
deaf  pupils  with  complex 
learning  difficulties  and  addi- 
tional disabilities.  Two  way 
integration  is  encouraged. 
The  young  pupils  in  the  MSI 
unit  join  school  events,  par- 
ties, disco's  and  activities  if 


appropriate  and  enjoy  the  so- 
cial interaction  with  peers  and 
other  adults.  The  children  are 
able  to  benefit  from  class 
based  activities  with  supervi- 
sion, join  age  related  groups 
for  regular  sessions  each  week. 
Similarly  pupils  placed  in  the 
school  setting  may  have  indi- 
vidual sessions  with  staff  in  the 
MSI  unit  if  a  need  can  be  met. 

Pupils  may  attend  the  unit 
on  a  negotiated  part  time  ba- 
sis, as  day,  part  day  pupils,  or 
as  weekly  or  full  boarders. 
The  schools  are  open  fifty  two 
weeks  of  the  year  for  those 
who  need  respite  during  holi- 
day periods. 

We  offer  a  comprehensive 
and  negotiable  assessment 
package  tailored  to  individual 
needs.  This  involves  profes- 
sionals from  various  disci- 
plines, Medical,  Speech 
Therapy  and  Physiotherapy, 
Teachers,  Care  Workers,  Au- 
diologists  and  Psychologists. 
Parents  are  always  closely 
involved  in  assessments,  and 
home  visits  to  gather  infor- 
mation are  actively  pursued. 
Assessments  are  offered  as  a 
facility  to  LEA's  or  Social  Serv- 


ices  and  are  not  dependent 
upon  referral  for  placement. 

This  to  be  regarded  as  part 
of  a  whole  school  initiative  to 
develop  a  school  based  sup- 
port service  designed  to  offer 
professional  help  and  guid- 
ance to  parents  and  LEA's 
alike. 

On  a  more  personal  level  I 
have  enjoyed  assisting  in  the 
training  of  staff  involved  with 
the  GEST  (Grants  for  Educa- 
tion Support  and  Training) 
Bradford  Consortium.  The 
unit  has  been  used  as  a  place- 
ment for  staff  wanting  to  de- 
velop their  experience  with 
deafblind  children  both  by  the 
GEST  consortium  and  Bir- 
mingham University. 

I  would  like  to  take  this 
opportunity  to  thank  all  those 
concerned  with  the  develop- 
ment of  our  Multi  Sensory 
Support  Service  provision  at 
the  Royal  Schools  for  the  Deaf, 
Manchester  and  Sense  for  its 
continued  support. 

Leighton  Reed,  Teacher  in 
Charge,  Multi  Sensory 
Support  Service,  RSD, 
Manchester. 


Interested  parents  or 
LEA  Officers  wanting 
further  information 
should  contact  either 
Bev  McCracken  or 
Leighton  Reed  at 
Cheadle  Hulme  on 
061  437  5951 


The  Cheadle  Hulme  MSI 
team  with  pupils  and  staff 
from  the  deafblind  unit. 
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Education  Bill 


The  current  education  bill  is  now  making  its  way  through  the  Lords.  While  welcoming 
government  amendments  which  will  make  governors  responsible  for  the  special  needs 
policy  in  their  schools,  Deaf  Accord  is  still  concerned  that  there  is  not  one  authority  with 
overall  responsibility  for  the  planning  and  development  of  special  educational  policy 
within  a  particular  area. 


By  Jane  Oberman 

Director 

Deaf  Accord 


We  have  written  to  members 
of  the  Lords  to  stress  that  this 
is  important  for  deaf  children 
in  order  to  ensure  that  there  is 
a  range  of  provision  available 
locally  from  which  parents 
and  children  can  choose  the 
most  appropriate  for  them. 

We  are  also  concerned 
about  the  future  of  support 
services  and  how  they  will 
relate  to  schools  which  be- 
come grant  maintained  -who 
will  ensure  that  the  child  with- 
out a  statement  in  a  grant 
maintained  school  gets  the 
support  they  need,  and  how 
will  this  be  funded?  Who  will 
be  responsible  for  ensuring 
greater  cooperation  between 
all  the  statutory  agencies  in- 
volved with  meeting  the 
child's  special  needs?  What 
about  the  special  educational 
needs  of  children  under  five? 

Another  concern  is  what 
will  happen  to  specialist 
teachers  of  deaf  children 
working  in  a  school  which  be- 
comes grant  maintained.  As 
the  Bill  is  currently  drafted 
they  will  become  the  emplov- 
ees  of  that  school  and  will 
therefore  no  longer  be  part  of 
the  hearing  impaired  services 
with  the  training  and  back  up 
that  this  provides.  It  would 
mean  that  the  ability  to  re- 
spond flexibly  to  the  changing 
needs  in  the  population  of 
deaf  children  would  be  se- 
verely restricted. 

We  will  also  be  seeking 
amendments  to  the  Bill  to 
enable  parents  to  be  able  to 
state  a  preference  for  a  school 
from  the  non-maintained  sec- 
tor in  their  child's  statement. 

Government  Commitments 

r .'-.  irning  bodies  must  pro- 
reports  on  their  school's 
special   education   policy. 


These  reports,  which  will  be 
examined  against  perform- 
ance by  the  new  inspectorate 
Ofsted,  are  likely  to  have  to 
include: 

name  of  Special  Educa- 
tional Needs  coordinator; 

number  of  pupils  with 
SEX  in  school; 

admission  arrangements 
(including  special  units); 

any  SEN  specialism  for 
which  school  caters; 

school's  objectives  for  pu- 
pils with  special  needs; 

arrangements  for  identifi- 
cation of  pupils  with  SEN; 

recording  and  evaluation 
procedures; 

indicators  to  monitor  im- 
plementation of  policy; 

access  to  national  curricu- 
lum; 

use  of  support  teachers; 

differential  teaching  prac- 
tices; 

policy  on  short  term  and 
long  term  withdrawal; 

information  on  individual 
curriculum  programmes 
and  pupil  groupings; 

arrangements  with  bodies 
and  agencies  outside  the 
school,  with  special  and 
ordinary  schools  and  with 
the  local  health  and  social 
services; 

policy  for  obtaining  SEN 
support  services,  wither 
from  Local  Education  Au- 
thority (LEA)  or  other 
sources. 


The  Code  of  Practice  for  LEAs 
on  statements  will  cover: 
•    the  need  to  take  into  ac- 


count the  wishes  of  the 

child; 

•  information  to  be  given  to 
parents  at  the  time  of  as- 
sessment about  relevant 
voluntary  organisations; 

•  guidelines  to  ensure 
greater  consistency,  time- 
liness and  precision  of 
statements; 

•  SEN  tribunal  will  take  code 
of  practice  into  account 
when  considering  appeals; 

On  tribunals: 

•  travelling  expenses  in- 
curred by  parents  to  at- 
tend will  be  paid  ...  but 
nothing  so  far  about 
befrienders; 

•  one  member  of  Tribunal 
must  have  expertise  in  spe- 
cial needs. 

On  speech  therapy: 

•  ministerial  acknowledge- 
ment that  in  most  instances 
speech  therapy  should  be 
included  in  part  3  of  a  state- 
ment under  'educational 
provision'  rather  than  un- 
der part  5.  This  clearly  puts 
a  duty  on  the  LEA  to  en- 
sure that  speech  therapv  is 
provided. 

On  GEST  funding: 

•  assurances  that  nothing  in 
the  bill  would  prevent  the 
continuation  of  funds  to 
enable  LEAs  to  cooperate 
together  to  develop  provi- 
sion for  deafblind  children, 
even  if  this  involved  a 
school  which  became  grant 
maintained. 

The  Higher  Education  Fund- 
ing Council  has  announced 
that  it  will  allocate  £3  million 
in  1 993-94  for  a  special  initia- 
tive to  improve  access  for  stu- 
dents with  disabilities. 
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Railways  Bill 

Deaf  Accord  has  been  part  of 
a  consortium  of  disability  or- 
ganisations lobbying  the 
government  to  include  safe- 
guards for  disabled  passen- 
gers in  the  Railways  bill  cur- 
rently going  through  parlia- 
ment. 

The  bill  separates  the  in- 
frastructure (track,  signalling 
etc  which  remains  in  public 
ownership  as  Railtrack)  from 
the  train  services  (passenger 
and  freight  trains  and  stations 
which  are  to  be  privatised).  It 
sets  up  the  position  of  the 
Regulator  whose  role  is  to 
supervise  access,  promote 
competition  and  protect  net- 
work benefits  and  consumer 
interests. 

The  Bill  states  that  the 
Regulator  must  have  regard 
to  the  needs  of  disabled  peo- 
ple, and  the  government  has 
agreed  to  draw  up  a  code  of 
practice  by  the  Disabled  Pas- 
sengers Transport  Advisory 
Committee.  The  consortium  is 
lobbying  that  the  code  should 
be  binding  on  the  Regulator. 
Such  a  code  would  include 
access  to  information  for  deaf 
people  through  visual  presen- 
tation of  announcements, 
minicoms  and  induction 
loops  in  ticket  offices.  Stations 
are  to  be  licensed  and  will 
therefore  also  be  subject  to  the 


control  of  the  Regulator. 

The  Regulator  has  to  pro- 
duce an  annual  report  and 
the  government  has  agreed 
that  this  should  include  fa- 
cilities for  disabled  passen- 
gers and  employment  poli- 
cies relating  to  disabled  peo- 
ple. 

Railway  operators  will  be 
required  by  the  terms  of  their 
Train  Operators  License  to 
have  regard  to  the  needs  of 
passengers  with  sensory  and 
mobility  disabilities  and  to 
establish  a  Disabled  Protec- 
tion Policy  to  protect  the  in- 
terests of  disabled  passengers. 

On  the  Disabled  Persons 
Railcard,  there  will  be  a  spe- 
cific requirement  in  the  fran- 
chise agreements  for  train 
operators  to  provide  common 
discount  facilities  for  disabled 
people. 

In  reply  to  a  written  ques- 
tion, Transport  Minister 
Roger  Freeman  announced 
that  a  project,  jointly  funded 
by  his  department  and  the 
Passenger  Transport  Execu- 
tives, will  shortly  be  produc- 
ing guidelines  on  facilities  for 
disabled  people  at  transport 
terminals  (eg  bus  and  train 
stations  and  airports).  These 
guidelines  will  include  the 
need  for  visual  displays  for  deaf 
and  hard  of  hearing  people. 


Careers  Service 


Following  intensive  lobby- 
ing the  government  have 
agreed  to  amend  the  Trade 
Union  Reform  and  Employ- 
ment Rights  Bill  to  safeguard 
the  needs  of  disabled  people 
seeking  careers  advice. 

This  Bill  takes  the  careers 
service  away  from  local  au- 
thority control,  and  gives  the 
Secretary  of  State  the  power 
to  secure  the  provision  of  ca- 
reers services  through  con- 
tract arrangements  with 
LEAs,  or  providers  from  the 
voluntary  or  private  sector. 

During  the  committee 
stage  of  the  Bill  in  the  Lords, 
Lord  Swinfen  tabled  amend- 


ments which,  he  said,  would 
ensure  that  deaf  and  deaf- 
blind  people  received  the 
communication  support  that 
they  needed,  and  that  there 
would  be  staff  with  specialist 
knowledge  and  experience  to 
advise  them. 

Minister,  Baroness 

Denton,  argued  that  these 
concerns  could  be  best  met  in 
guidance,  but  later  the  gov- 
ernment agreed  to  an  amend- 
ment placing  a  duty  on  the 
Secretary  of  State  to  'have  re- 
gard to  the  requirements  of 
disabled  people'  when  ar- 
ranging for  the  provision  of 
careers  services. 


Anti-discrimination 
legislation 


Once  again  the  government 
has  blocked  the  progress  of  a 
Bill  which  would  outlaw  dis- 
crimination against  disabled 
people. 

Opening  a  debate  on  anti- 
discrimination legislation, 
MP  Tom  Cox  quoted  from  a 
letter  from  Deaf  Accord:  'Deaf 
people  are  often  refused  jobs 
because  of  their  deafness. 
Such  discrimination  is  the  re- 
sult of  employers  ignorance 
as  to  deaf  people's  capabili- 
ties, but  without  justification 
we  do  not  believe  that  the 
situation  will  change . . .  There 
are  four  million  hearing  aid 
wearers  in  the  UK  but  most 
public  buildings  do  not  have 
induction  loops'. 

Plaid  MP  Dafydd  Wigley 


concluded  his  speech  with 
another  quote:  'Deaf  Accord 
hopes  that  Parliament  will 
respond  to  the  overwhelm- 
ing desire  by  deaf  and  disa- 
bled people  to  have  their 
needs  met  in  terms  of  equal- 
ity of  rights.  Without  such, 
legislation  initiatives  such  as 
the  Citizens  Charter  mean  very 
little  to  millions  of  people. 

Unfortunately  the  govern- 
ment remains  unconvinced 
about  the  need  for  compre- 
hensive legislation.  In  his  re- 
sponse to  the  debate  Minister 
Nick  Scott  stated  that  such 
legislation  would  be  too  ex- 
pensive and  create  more  prob- 
lems than  it  would  solve.  He 
said  that  he  was  in  favour  of 
targeted  legislation. 


Youth 
Parliamentary 

Day 

Deaf  Accord  is  organising  a  day  in  parliament 

on  Thursday  8  July  for  young  deaf  people  who 

want  to  know  more  about  the  political  process. 

As  well  as  a  tour  of  parliament 

young  people  will  be  able  to  sit  in  on  prime 

ministers  questions  and  meet  with  MPs. 

The  tour  will  only  be  for  a  limited  number  of 

young  people,  but  if  it  is  successful  it  is  hoped 

to  repeat  on  an  annual  basis. 


If  you  are  interested  in  participating 
please  write  to 
Jane  Oberman  at  the  Deaf  Accord  office, 
45  Hereford  Rd,  London  W2  SAH. 
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Sense  Scotland 

Conference  &  AGM 


To  be  held  at 

Dundee  University  on 

Friday  17th,  Saturday  18th 

&  Sunday  19th  September 

1993 

Theme;  Communication 


Conference  1993 

We  have  chosen  our  theme  this  year  as  communication.  We  have  taken  this  as  an  im- 
portant starting  point  for  all  our  work  and  relationships.  We  wish  the  theme  to  be  inter- 
preted in  its  widest  form  and  therefore  we  hope  the  Conference  will  look  at  a  wide 
variety  of  issues  such  as: 

•  Communicating  with  each  other,  be  that  families,  clients  etc.,  on  an  individual  basis, 
but  also  at  organised  levels  such  as  the  partnership  between  voluntary  and  statutory 
sectors  and  between  agencies 

•  Communication  systems  with  our  clients 

•  Staff  training,  information  sharing,  cascade  or  avalanche 

•  Representational  issues  of  advocacy.  Rights  and  responsibilities 

•  Therapies,  such  as  aromatherapy  and  massage 

Sense  Scotland's  approach  to  Conferences  is  one  of  information  sharing  and  learning 
from  each  other  within  a  positive  environment.  The  event  must  be  an  enjoyable  experi- 
ence -  we  will  all  learn  more  if  we  are  relaxed  and  simply  having  fun.  We  hope  that  all 
delegates  will  learn  something,  but  ultimately  it  is  up  to  each  of  us  to  contribute  to  a 

successful  weekend. 
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SCOTTISH  CONFERENCE 


Draft  Programme 


Friday  17th  September  1993 

3.00-5.00pm         Registration 

6.00pm  Evening  Meal 

8.00pm  Social  Evening  (baby  sitting  available) 

Saturday  18th  September  1993 

8.00-9.00am         Breakfast 

8.45-9. 15am  Registration  (day  delegates) 

9.30am  Introduction  and  welcome  by  Conference 

Chairman 

9.40-1 0.40am       The  Emperor's  New  Clothes:  the  world  of 
deafblindness 
Speaker:  Paul  Ennals 

10.40-1 1.00am     Coffee 

1 1 .00-1 1 .20am      Communication  or  Aggravation 
Speaker:  Jean  Byrne 

Introduction  to  Personal  Communication 

Handbooks 

Speaker:  Sally  Miller 

Communication  Challenges 
Speaker:  Colin  MacDonald 

Exhibition  and  Lunch 


11. 20-1 1.40am 


11. 40-1 2.00am 


12.00-2.00pm 
2.00-2.45pm 


2.45-3.45pm 


Panel  of  four  representatives  from 
voluntary  organisations  and  statutory 
sector 

-  Do  we  Communicate? 

-  Partnership  or  Tolerance,  the  Way 
Forward 

Workshops: 

Paul  Ennals 

Title  to  be  announced 

Colin  McKay 

Advocacy  Rights  &  Responsibilities 

Dr  Stuart  Aitken  &  Marianna  Buultjens 

Vision  for  Doing 

Sally  Millar 

Personal  Communications  Handbook 

Jean  Byrne 

Staff  Training  -  A  Tool  for 
Communication 

Overbridge  x  2  Workshops 

Marion  McLarty 

Carnbooth 


3.15-4.15pm  Coffee 

4. 15-5. 15pm  Workshops  (as  above) 

5.30  Creche  Returns 

6.00  Evening  Meal 

7.30-8.30pm  There  will  be  an  opportunity  to  watch 
videos,  look  at  the  information  section 
and  participate  in  some  of  the  'fun  shops' 

8.30  Social  evening  and  entertainment 


Sunday  19th  September  1993 

8.00-9.00am  Breakfast 

8.45-9. 15am  Registration  (day  delegates) 

9.15am  Creche  departs 

9.30am  Welcome  and  Introduction  by  Conference 

Chairman 

9.40-1 0.40am        Vision  &  Communication 

Speakers  Dr  Stuart  Aitken  &  Marianna 
Buultjens 

10.45-1 1.45am      Workshops: 

Heti  Davies 

Family  Panel 

Helen  Sanderson 

Aromatherapy 

John  Calder  &  Stuart  Aitken 

Communication  Through  Technology 

Ian  Noble  &  Linda  Annan 

Outreach  Advisory  Role  of  Sense 

Jean  Byrne 

Practical  Communication  Sessions 

Heather  Murdoch 

Challenging  Behaviour 

Marion  McLarty 

Carnbooth 

11. 45-1 2.00am     Coffee 

12.00-1. 00pm       Workshops  (as  above) 

1.00pm  Creche  Return 

Lunch 
AGM 


Application  form  on  back  page 
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Distance  learning  from  the 
University  of  Birmingham 

Heather  Murdoch,  Lecturer  at  Birmingham  University,  outlines  the  benefits  of  a  new 
way  of  learning  on  the  specialist  course  for  teachers  of  deaf  blind  children 


In  1988  the  University  of  Birmingham  of- 
fered the  first  specialist  training  course  in 
the  UK  for  teachers  of  deafblind  children. 
The  need  for  the  course  had  been  recognised 
for  some  years,  and  the  University  worked 
with  a  number  of  organisations  (including 
Sense  and  HMD  to  develop  the  training.  A 
grant  from  the  Leverhulme  Trust  supported 
a  research  project  studying  appropriate  ways 
of  training  teachers  of  deafblind  children, 
and  the  Birmingham  course  was  established 
and  evaluated  as  part  of  this  project. 

Since  that  time,  some  50  teachers  have 
trained  at  Birmingham  for  the  award  of  a 
Diploma  or  BPhil(Ed)  in  the  education  of 
children  with  multi-sensory  impairments. 
These  awards  are  recognised  by  the  DofE  as 
meeting  their  requirements  for  teachers  of 
deafblind  children  -  all  teachers  working 
full  time  with  this  group  need  to  gain  an 
appropriate  specialist  qualification  within 
the  three  years  of  taking  up  their  post.  The 
teachers  who  have  taken  the  course  so  far 
are  now  working  in  a  variety  of  specialist 
roles  in  the  UK  and  Europe.  Many  of  them 
have  been  involved  in  d  eveloping  new  teach- 
ing units  or  local  advisory  services. 

These  students  have  attended  the  Uni- 
versity full  time  for  a  year,  with  their  work 
split  between  sessions  at  the  School  of  Edu- 
cation and  time  spent  in  schools  carrying 
out  supervised  project  work  and  undertak- 
ing an  assessed  teaching  placement.  The 
specialist  teaching  units  and  services  have 
always  been  involved  with  the  course,  with 
students  visiting  services  and  working  in 
units  for  their  four- week  placements.  Speak- 
ers from  Sense  and  other  educational  and 
medical  organisations  have  contributed 
greatly  to  the  <  ourse- 


The  course  is  now  well  established,  and 
has  a  good  reputation.  There  are  many  teach- 
ers, however,  who  would  like  to  train,  but 
who  cannot  spend  a  year  in  Birmingham. 
Some  cannot  spend  a  year  away  from  home; 
some  work  for  authorities  who  cannot  re- 
lease them  for  the  year.  The  other  course  for 
teachers  of  deafblind  children  is  based  in 
London,  and  requires  part-time  attendance 
there  -  this,  too,  is  impossible  for  many 
people.  To  meet  the  needs  of  this  wider 
group  of  teachers,  the  University  of  Bir- 
mingham will  be  offering  training  by  dis- 
tance learning  (subject  to  University  ap- 
proval), in  addition  to  the  full-time  course, 
from  September  1994. 

Distance  courses  for  teachers  of 
deafblind  children 

The  University  of  Birmingham  already  of- 
fers distance  training  courses  in  a  number  of 
specialist  areas  -  for  example,  hearing  im- 
pairment, visual  impairment.  This  exper- 
tise, and  the  existing  expertise  in  -training 
teachers  of  deafblind  children,  form  a  very 
good  basis  for  the  new  venture. 

Our  plans  are  to  offer  the  existing,  estab- 
lished and  evaluated  course  by  distance 
learning  materials.  They  will  have  support 
from  local  tutors  and  from  the  University, 
with  meetings  and  some  face-to-face  teach- 
ing complementing  their  individual  study. 
Practical  work  will  remain  as  important  as 
in  the  full-time  course  -  all  the  elements  of 
the  full-time  course  will  be  mirrored  in  the 
distance  learning  version. 

In  addition  to  the  BPhil(Ed)  and  Diploma 
courses,  the  University  has  developed  a 
shorter  (one-year  part-time)  course  for  teach- 
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ers  who  wish  to  know  more  about  the  edu- 
cation of  deafblind  children,  but  whose  role 
does  not  lie  wholly  in  this  field  -  for  exam- 
ple, class  teachers  in  schools  for  children 
with  severe  learning  difficulties.  This  course 
leads  to  an  Advanced  Certificate  in  Educa- 
tion, and  combines  study  with  practical  work 
related  to  pupils  with  whom  the  teachers 
work  regularly. 

This  course,  too,  will  be  available  by  dis- 
tance learning,  and  there  will  be  the  oppor- 
tunity for  students,  with  the  help  of  a  tutor, 
to  select  the  study  areas  that  meet  their 
particular  needs.  Students  will  also  be  able 
to  transfer  from  one  course  to  the  other  -  so, 
for  example,  a  student  who  begins  work  for 
the  Advanced  Certificate,  and  then  realises 
they  would  like  to  move  on  to  the  BPhil(Ed) 
or  Diploma,  will  be  able  to  do  so. 

Because  specialist  teacher  training  in 
deafblindness  has  only  existed  since  1988, 
many  teachers  with  substantial  experience 
in  the  field  have  lacked  the  opportunity  to 
gain  appropriate  qualifications.  Some  of 
these  teachers  may  wish  to  study  at  Ad- 
vanced Certificate,  Diploma  or  BPhil(Ed) 
level;  others  may  wish  to  study  for  an  MEd, 
and  this  will  also  be  possible  with  the  ex- 
tended training  system. 


Appropriate  course  content  and 
flexibility 

The  new  developments  will  increase  the 
flexibility  of  available  training,  but  all  the 
options  will  involve  training  specifically 
designed  for  those  working  with  deafblind 
children.  It  has  taken  many  years  for  these 
pupils  to  be  recognised  as  a  group  with 
specific  needs  -  needs  which  are  not  the 
same  as  those  of  children  with  severe  learn- 
ing difficulties,  or  a  hearing  impairment 
alone,  or  a  visual  impairment.  Teaching  ap- 
proaches developed  from  these  fields  need 
to  be  used  and  adapted  appropriately  (stand- 
ard mobility  techniques,  for  example,  rely 
on  the  learner  having  good  hearing) .  Teacher 
training,  and  staff  development  in  general, 
need  to  respond  to  these  very  special  needs, 
recognising  that  training  for  other  fields  is 
not  appropriate. 

The  University  of  Birmingham  courses 
are  designed  specifically  for  staff  working  in 
the  field  of  multi-sensory  impairment. 
Within  this  area,  there  are  a  range  of  training 
needs,  and  also  a  range  of  personal  needs 
affecting  teachers  who  wish  to  train.  The 
new  developments  at  Birmingham  are 
planned  to  provide  a  flexible  arrangements 
which  will  enable  more  teachers  to  train 
appropriately. 


m 


For  further  informa- 
tion, please  contact: 

Heather  Murdoch 
Course    Tutor    in 
Multi-Sensory  Im- 
pairment 

School  of  Education 
University  of  Bir- 
mingham 

Birmingham  B15 
2TT. 


British  Institute  of  Learning  Disabilities 

1993  Annual  Conference 

Toorak  Hotel,  Torquay,  Devon 

28  September  -  1  October  1993 

Keynote  Speakers: 


Eve  Brock,  Freelance  Trainer,  Author 

David  Felce,  Applied  Research  Unit,  Cardiff 

Peter  Mittler,  University  of  Manchester 

Oliver  Russell,  Norah  Fry  Research  Centre,  Bristol 

Angela  Browning,  Norah  Fry  Research,  Bristol 


David  King,  Leader  of  the  National  Task  Force  for 

Mental  Health 
Ken  Pugsley,  Department  of  Health 
Linda  Ward,  Joseph  Rowntree  Foundation 


Symposia  on: 

Purchasing  and  Providing     ■     Employment  and  Day  Services     ■     Leisure 
■     Working  with  People  with  Profound  Multiple  Learning  Disabilities 
■     Developments  in  the  management  of  sleep 
■     Ethical  Issues  in  Service  Provision     ■     Research 

The  programme  will  also  include  Workshops  and  Partnership  Sessions 
Poster  Session  deadline  extended  until  31  July 

For  a  full  programme  contact: 

BILD,  Wolverhampton  Road,  Kidderminster 

Worcestershire  DY10  3PP 

Telephone:  0562  850251 
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The  Development  Team 

Resettling  people  with 


multiple  disabilities 


Sense's  new  Development  Team  works  in  partnership  with  local  and 
health  authorities  to  develop  high  quality  specialist  residential  and 
day  services  which  enable  people  with  multiple  disabilities  to  live 
in  the  community.  This  brief  introduction  explains  why  the 
Development  Team  has  been  formed,  and  what  it  aims  to  achieve. 


Sense  works  with  people  who: 

•  have  impairments  of  both  sight 
and  /or  hearing 

•  have  moderate  to  severe  learning 
disabilities 

•  have  little  or  no  formal  communi- 
cation 

•  exhibit  challenging  behaviours,  in- 
cluding extreme  passivity 

•  have  additional  physical  disabili- 
ties 


People  with  profound  and 
multiple  disabilities  require: 

•  a  high  level  of  care  provided  by 
experienced  professionals 

•  a  supportive  environment 

•  skilled  communication  input 

•  the  right  to  live  in  the  community 

•  the  opportunity  to  make  choices 

•  access  to  services  that  take  full  ac- 
count of  their  individual  needs 
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Local  and  health  authorities 
require  partners  who: 

•  work  effectively  and  meet  dead- 
lines 

•  understand  the  client  group 

•  are  backed  up  by  a  national  or- 
ganisation 

•  have  substantial  experience  of  de- 
veloping specialist  residential  serv- 
ices 

•  will  deliver  an  agreed  service  for 
an  agreed  budget 


The  Sense  Development  Team 
offers: 

•  an  effective  partner  who  can  pro- 
vide a  quality  service  for  a  group 
of  hard  to  place  residents  with  com- 
plex needs 

•  a  development  service  covering 
property  acquisition,  refurbish- 
ment and  operational  management 

•  the  backing  of  our  specialist  pro- 
fessional advisers,  including  quan- 
tity surveyors,  lawyers,  architects, 
project  managers  etc 

•  a  team  which  combines  commit- 
ment to  progressive  values  with 
an  effective,  professional  develop- 
ment service. 


In  return  we  require: 

•  identification  of  appropriate  indi- 
viduals 

•  start  up  costs 

•  revenue  funding. 


Dave  Harker 

Deputy  Chief  Executive 

Sense's  Deputy  Chief  Executive 
David  Harker,  manages  the  team.  In 
addition  to  his  responsibilities  for 
development,  the  heads  of  person- 
nel, finance,  trading  and  administra- 
tion report  to  him.  He  has  a  Masters 
degree  in  Social  Services  Planning 
and  in  Business  Administration.  Be- 
fore joining  Sense,  David  was  a  man- 
agement consultant,  specialising  in 
work  within  the  voluntary  and  pub- 
lic sectors. 

Bob  Snow 

Head  of  Development 

Bob  Snow  is  a  qualified  teacher  of  the 
blind  and  was  previously  deputy 
head  of  a  school  for  the  blind,  where 
he  was  also  responsible  for  a  residen- 
tial unit  for  deafblind  people.  He 
came  to  Sense  in  1985  and  set  up  and 
ran  the  residential  further  education 
service  at  Sense  Midlands  for  36  peo- 
ple with  moderate  to  severe  learning 
disabilities  and  dual  sensory  impair- 
ment. He  has  acted  as  consultant  to 
staff  in  long  stay  hospitals  and  ad- 
vised on  the  development  of  projects 
for  people  with  sensory  impairments. 

Jo  Phillips 
Project  Officer 

Jo  Phillips  has  worked  on  the  devel- 
opment of  services  within  the  Sense 
North  Thames  region,  liaising  with 
housing  associations,  health  author- 
ity purchasers  and  social  services  de- 
partments. She  took  particular  re- 
sponsibility for  two  recently  opened 
four  person  group  homes  in 
Stevenage,  Herts  and  is  coordinating 
the  development  of  four  group  homes 
and  a  day  centre  in  North  London. 
She  was  also  responsible  for  the  pro- 
duction of  Sense's  most  recent  strate- 
gic and  operational  plans. 
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What  next? 

We  will  be 
pleased  to  meet 
with  you  to 
discuss  how  we 
could  work  in 
partnership. 
Please  contact: 

Jo  Phillips, 
Development 
Officer 
11-13  Clifton 
Terrace 

London  N4  3SR 
Tel:  071  272 
7774 
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Becoming 
Tutors-Dative 


Sheila  Tulloch  outlines  the  process  of  becoming  a 
legal  guardian  in  Scotland. 


John  and  I  had 
made  wills  in 
which  we  left 
our  daughters 
appointed  as 
guardians  to 
Richard  in  the 
event  of  our 
deaths  -  it  was 
a  shock  to 
learn  we  had 
no  legal  right 
to  do  that 


In  January  1992 1  attended  a  meeting  of  the  Tayside  Forum  on  Learning  difficul- 
ties. As  we  were  closing,  the  Chairman  asked  'Does  anyone  want  to  read  a 
proposal  -  or  rather  the  abstracts  of  a  proposal  on  Law  Reform  and  Mentally 
Incapable  people?'.  I  looked  at  the  summary  on  offer  and  along  with  a  repre- 
sentative of  the  Scottish  Society  for  the  Mentally  Handicapped  ISSMH)  now 
called  Lnable,  expressed  an  interest  I  was  given  first  turn,  and  then  sent  the 
summary  on  to  the  Enable  representative,  who  has  a  daughter  with  learning 
difficulties. 

I  was  appalled!  It  appeared  that  under  the  present  law,  when  a  person  reaches 
the  age  of  18,  no  matter  how  unable  they  are  to  manage  their  own  affairs,  or  deal 
with  their  own  welfare,  NOBODY  has  the  RIGHT  legally,  to  take  action  on  their 
welfare  ( or  finances  if  they  have  any)  unless  appointed  by  a  Court  of  Law.  Social 
Work  Departments,  and  Hospital  Superintendents  may  take  action  in  certain 
cases,  usually  in  emergencies,  but  the  family  of  that  person  has  no  rights  at  all! 


Several  vears  previously  we  had  read  Adrian 
Ward's  book  'Scots  Law  and  the  Mentally 
Handicapped'  which  gives  quite  clearly  the 
legal: 


is  of  children  at  various  stages.  We 


:  "rd  from  the  Family  Resource  Cen- 
tre that  he  has  now  written  another  called 
'The  Power  to  Act ,  which  talks  about  taking 
power  to  act  for  one's  disabled  adults, 
whether  young  or  elderly.  I  also  sent  for  the 
full  copy  of  the  Law  Commission's  Discus- 
sion pa  per  I  No.  94.  Mentally  Disabled  Adults 
Managing  Their  Welfare  and  Finances) .  This 
sets  out  and  criticises  the  present  law,  and 
makes  proposals  for  reform.  I  got  in  touch 
-  n,  Deputy'  Director  Sense 
Scotland,  to  find  that  she  was  studying  this 
rise,  so  we  had  a  couple  of  meeting?  to 
->me  of  the  trickier  points.  Later,  [ 
sent  a  Parental  response  to  the  discussion 
paper,  and  Joyce  replied  pro 

John  and  I  had  made  wills  in  which 
left  our  daughters  appointed  as  guardians 
to  Richard  in  the  event  of  our  simultaneous 
death  rather  a  shock  to  discover  that 


neither  we  nor  our  solicitor  had  known  that 
we  had  no  right  to  do  this.  In  the  event  of :  ur 
death,  anyone  could  have  taken  authority 
over  him. 

'The  Power  to  Act  discussed  the  fact  that 
a  form  of  guardianship  fan  old  Sec  rrsr. : :  ~ 
which  had  been  in  abeyance  since  1924) 
known  as  Tutor  Dative'  (a  guardian  ap- 
pointed by  the  Court  to  a  person  incapable 
of  looking  after  themselves)  had  been  re- 
vived by  a  family  called  Morris  in  1986.  A 
Tutor  Dative  can  be  appointed  with  var. :  ss 
specific  powers,  usually  relating  only  to 
welfare,  but  sometimes  relating  to  money 
matters.  The  situation  regading  money  mat- 
ters is  much  more  complex  than  tha  t  r  e '.-- :  r  _. 
to  welfare  -  the  law  in  both  cases  applies 
equally  to  an  older  person,  who  may  of 
course  have  a  large  estate  to  be  adrrtinistered 
and  has  become  incapable  for  any  reason,  as 
well  as  our  young  adults  who  have  congeni- 
tal disabilities.  A  person  who  is  appointed 
by  the  Court  only  to  deal  with  money  mat- 
ters is  known  as  a  Curator  Bonis. 
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We  went  to  see  our  solicitor  early  in  Feb- 
ruary to  discuss  the  whole  situation.  He  was 
as  astonished  as  we  were,  because  this  had 
not  arisen  in  his  practice  before. 

Luckily,  he  was  fascinated,  and  eagerly 
accepted  the  challenge  of  helping.  Indeed, 
he  would  be  available  to  anyone  else,  now 
that  he  has  'been  through  the  mill'  because 
he  travels  a  lot  in  his  work.  He  at  once  sent 
for  Adrian  Ward's  book  and  I  left  him  my 
copy  of  the  proposed  Law  Reforms  -  I 
couldn't  help  wondering  why  this  had  not 
been  circulated  in  the  first  place  to  all  law- 
yers. On  page  48  of  'The  Power  to  Act'  there 
is  quoted  a  judgment  made  by  the  Scottish 
Legal  aid  Board  that  when  a  petition  is  made 
for  guardianship  of  any  sort,  the  costs  of  the 
care  are  attributable  to  the  estate  of  the  inca- 
pable person,  NOT  the  petitioner.  We  there- 
fore applied  for  Legal  Aid  on  Richard's  be- 
half. I  am  not  clear  how  we  had  the  authority 
to  do  this,  but  it  worked  out! 

Who  to  appoint? 

At  home,  we  had  a  long  discussion  about 
who  should  become  Tutors  Dative.  If  we 
were  appointed  jointly  and  were  killed  in  a 
common  calamity,  we  should  be  back  where 
we  started.  Richard's  brothers  both  live  and 
work  abroad,  so  we  decided  to  ask  our  elder 
daughter  if  she  would  apply  with  me  - 1  am 
younger  than  John,  and  that  seemed  the 
sensible  way  to  go  about  it. 

A  few  days  later,  our  solicitor  got  in  touch 
to  say  that  he  had  read  all  the  relevant  litera- 
ture, and  asked  for  the  names  of  two  psy- 
chiatrists who  knew  Richard,  who  would 
certify  that  the  was  unable  to  manage  his 
own  affairs.  Now,  here  was  a  problem. 
Richard  had  never  seen  a  psychiatrist  in  his 
life.  He  is  congenitally  deafblind  and  has 
mild  cerebral  palsy.  Otherwise  he  is  very 
healthy,  mentally  and  physically.  To  cut  a 
long  story  short  (which  I  must  do  several 
times)  the  'powers  that  be'  settled  for  Medi- 
cal Certificates  from  two  General  Practition- 
ers who  knew  Richard  well  and  from  the 
Hearing  Specialist  who  sees  him  annually. 
Because  he  is  a  registered  blind  person,  no 
ophthalmological  opinion  was  asked  for. 

We  have  very  much  wanted  to  have 
deafblindness  recognised  as  a  condition  in 
its  own  right  by  the  court,  but  on  legal  ad- 
vice, we  accepted  the  label  of  Severe  Mental 
Handicap  because  of  congenital 
deafblindness. 

At  the  end  of  February  I  was  put  in  touch 
(courtesy  of  Joyce  and  Enable)  with  Mrs 
Morris,  the  mother  of  the  case  which  had 


revived  the  category  of  Tutor  Dative.  She 
was  enormously  helpful  and  encouraging 
and  gave  me  the  important  information  that 
you  can  have  more  than  two  Tutors  Dative. 
Their  original  petition  had  been  granted  for 
five  years,  and  when  they  went  for  renewal, 
the  Judge  had  suggested  that  they  have  one 
of  their  other  children  join  them  as  Tutor 
Dative.  This  encouraged  both  of  us  and  our 
daughter  to  apply  jointly. 

Some  words  or  warning  here  -  the  appli- 
cation for  Legal  Aid  has  to  be  signed  by  all 
petitioners,  so  there  was  a  bit  of  a  hold  up 
while  we  filled  in  and  signed  more  forms 
and  had  them  sent  to  Edinburgh  for  our 
daughter  to  sign  also.  The  other  thing  is  that 
the  Medical  Examiners  are  supposed  to  know 
the  petitioners  as  well  and  to  certify  that 
they  are  fit  people  to  give  the  care  needed. 

We  had  to  give  a  'potted  history'  of 
Richard's  life,  and  full  details  of  his  disabili- 
ties to  the  Legal  Aid  Board.  Legal  Aid  was 
granted  fairly  fast.  It  seemed  to  come  in  two 
stages  -  one  for  the  initial  preparatory  work 
and  one  to  present  the  petition  to  the  Court 
of  Session  in  Edinburgh. 

What  powers  should  we  petition 
for? 

The  next  step  was  to  decide  what  powers  we 
would  actually  petition  for  and  how  long  we 
would  ask  to  have  before  the  first  review. 
The  latter  is  because  Richard  is  only  20  and 
his  capabilities  may  well  improve,  and  also, 
because  the  law  is  under  review,  it  may  be 
quite  different  in  the  next  century.  We  de- 
cided that  10  years  was  a  reasonable  time  to 
ask  for.  At  the  end  of  that  time  we  would 
know  whether  the  law  had  changed  or  was 
about  to  change,  how  we  would  be  ageing 
and  how  Richard's  capabilities  had  im- 
proved. It  might  be  that  at  the  end  of  this 
period,  one  or  both  of  us  felt  it  would  be 
better  to  bring  our  second  daughter  in  to 
replace  one  of  us;  Richard  might  have  im- 
proved so  much  that  he  needed  only  one 
Tutor;  we  think  realistically  though  that  he 
will  always  need  two  people  however  much 
he  improves. 

The  decision  on  what  powers  to  ask  for 
was  not  quite  so  easy.  We  did  not  find  any 
financial  powers  because  Richard's  only  in- 
come is  from  benefits  and  we  find  that  the 
Appointee  system  works  quite  adequately. 
We  do  plan  to  look  at  our  wills  very  carefully 
now -if  a  person  is  in  residential  care,  thevare 
allowed  only  so  much  money  of  their  own 
before  their  supplementation  is  cut,  and  this 
appears  to  include  any  money  held  in  trust 


X 
r- 
Q_ 
LU 

Q 


We  plan  to 
look  at  our 
wills  very 
carefully  -  if  a 
person  is  in 
residential  care 
they  are  only 
allowed  so 
much  money  of 
their  own 
before  their 
benefits  are 
cut. 


Talking  Sense  ■  Summer  I1"-1"  ■  i: 


FEATURE 


^ 


for  that  person.  I  have  not  had  the  opportu- 
nity to  investigate  this  fully  yet,  but  I  plan  to 
do  so.  Watch  this  space!  At  present,  Sense  is 
advising  parents  not  to  leave  money  outright 
to  deathlind  children  or  adults  for  this  reason. 

Powers  for  his  welfare  were  easier.  Adrian 
Ward  presents  a  number  of  models  in  'The 
Power  to  Act'.  The  one  we  chose  to  modify 
to  our  own  son's  needs  was  the  Alberta  code 
-  page  38.  We  felt  that  those  clauses  we  chose 
to  use  would  give  us  the  ability  to  protect 
Richard  from  any  form  of  exploitation,  and 
ensure  his  total  welfare. 

We  left  the  choice  of  presenting  lawyer  to 
our  solicitor,  who  knew  the  right  people  to 
contact  in  Edinburgh.  A  precognition  (basi- 
cally a  statement  of  intent)  was  sent  in  March. 

The  petition  was  duly  drawn  up,  but 
because  of  typing  errors  (mainly  wrong 
Danish  addresses)  it  was  not  ready  for  pres- 
entation before  the  Summer  Recess  of  the 
Court  of  Session,  during  which  period  only 
urgent  cases  are  heard. 

In  the  event,  the  Petition  was  heard  in 
Judge's  Chambers  (not  in  open  court)  in 
November.  Neither  we  nor  Richard  had  to 
be  present.  Another  snag  presented  itself  at 
this  stage  however.  Any  such  petition  must 
be  presented  to  all  interested  parties  -  this 
means  in  our  case,  Richard  himself,  his  broth- 
ers and  other  sister.  These  parties  then  have 
three  weeks  in  which  to  raise  any  objections 
thev  may  have  and  present  them  to  the 
court.  Because  our  other  two  sons  are  domi- 
ciled in  Denmark,  the  Judge  ruled  that  the 
presenting  lawyer  must  find  out  what  the 
legal  process  for  serving  petitions  was  in 
Denmark,  and  the  presentation  of  the  peti- 
tions must  comply  with  this.  We  were 


warned  that  this  might  cause  a  significant 
delay,  although  the  Judge  waived  the  need 
to  have  the  documents  translated  into  Dan- 
ish. As  it  happened,  the  presentation  in  Den- 
mark took  exactly  the  same  form  as  here  (a 
recorded  delivery  through  the  Post  Office) 
so  there  was  not  a  significant  delay. 

Another  word  of  warning  here  though.  A 
document  sent  out  from  the  Court  of  Session 
in  this  manner  has  an  instruction  on  it  to  the 
Post  Office,  to  return  the  package  immedi- 
ately to  the  Court  of  Session  if  it  cannot  be 
presented  personally  to  the  addressee.  This 
happened  to  our  other  daughter's  copy.  We 
heard  from  the  Manor  House  that  the  peti- 
tion had  been  presented  personally  to 
Richard  by  an  Officer  of  the  Court  from 
Peterborough,  and  we  heard  from  our  other 
sons  that  they  had  received  and  acknowl- 
edged their  copies,  but  our  younger  daugh- 
ter still  had  not  received  hers.  She  had  been 
out  when  the  postman  came  and  her  copy 
was  to  be  posted  to  her  on  a  certain  date,  so 
she  contact  her  sorting  office  and  arranged 
to  be  notified  by  telephone  of  the  arrival  of 
the  package,  and  to  go  and  collect  it  if  she 
was  not  at  home. 

When  a  petition  is  set  out  to  the  interested 
parties,  it  is  also  posted  in  corridors  of  the 
Court  for  three  weeks,  just  in  case  there  may 
be  other  interested  parties,  or  perhaps  in 
case  the  petitioners  are  known  to  members 
of  the  legal  profession  to  be  unsuitable.  I  do 
wonder  if  anybody  ever  reads  them.  No- 
body, in  fact,  lodged  any  objections,  and  the 
petition  was  granted  on  January  13,  1993. 
This  was  eleven  months  after  we  started 
proceedings,  and  I  understand  from  Mrs 
Morris  that  this  is  really  quite  soon.  ■ 


Colin  McKay,  Legal  &  Policy  Adviser  for  the  Scottish  Society  for  the  Mentally 
Handicapped  (SSMH),  was  asked  to  give  some  comments  on  the  issue  of  guardianship. 


Mrs.  Tulloch's  article  on  her 
experience  of  becoming  Tu- 
tor Dative  for  her  son  is  quite 
informative  on  the  process. 
The  issue  of  whether  to  be 
appointed  Curator  Bonis  or 
Tutor  Dative  has  to  be  de- 
rided after  careful  considera- 
tion of  the  degree  of  control 
being  sought  by  carers.  If  the 
only  requirement  is  to  deal 
with  money  matters  then  the 
appropriate  appointment  is  a 
Curator  Bonis.  A  i  uratOT  or  ,i 


tutor  who  deals  with  money 
will  have  to  comply  with  com- 
plex accounting  rules  under 
thesupervision  of  the  Account- 
ant of  Court  in  Edinburgh. 

MrsTullochpointsoutthat 
if  a  person  is  in  residential 
( .ire  they  are  allowed  only  so 
much  of  their  own  money 
before  their  supplementation 
i,i  ut  and  that  this  appears  to 
include  any  money  held  in 
trust.  SSMH's  opinion  is  that 
this  is  not  ne<  essarily  thecase. 


SSMH  produces  a  leaflet, 
'Making  a  Will',  which  ex- 
plains the  type  of  trust  which 
might  be  a  ppropriate  to  avoid 
this  problem  and  is  also  able 
to  provide  more  detailed  ad- 
vice to  parents  and  solicitors. 
SSM  H  also  has  a  Trustee  Serv- 
ice which  can  manage  trusts 
set  up  for  people  with  learn- 
ing disabilities. 

As  Mrs  Tulloch  says,  the 
Scottish  Law  Commision  has 
made  proposals  for  reform. 


These  would  include  the  set- 
ting up  of  a  new,  more  flex- 
ible type  of  guardianship 
which  could  be  tailor-made 
to  meet  individual  circum- 
stances and  which  would 
operate  on  the  basis  of  the 
minimum  necessary  interven- 
tion. The  aim  is  that  it  would 
be  cheaper  and  more  flexible 
than  the  current  system.  I 
understand  that  the  Scottish 
Law  Commission  are  likely 
to  make  a  final  report  on  this 
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Colin  McKay  continued 

next  Spring  and  it  will  then  be 
up  to  the  Government  to  de- 
cide whether  to  put  this  into 
legislation. 

I  have  only  recently  had  a 
look  at  the  English  Law  Com- 
mission's new  consultation 
paper  -  Mentally  Incapaci- 
tated Adults  and  Decision- 
Making:  A  New  Jurisdiction 
(Consultation  Paper  no.  128). 
This  goes  into  considerably 
less  detail  than  the  Scottish 
Law  Commission  paper.  They 
are  proposing  the  possibility 
of  new  personal  orders  to  deal 
with  matters  such  as  where  a 
person  should  live  or  to  ap- 
point personal  care  manag- 
ers. However,  they  seem  to 


envisage  that  this  would  ap- 
ply in  a  minority  of  cases. 
More  generally  they  are  pro- 
posing a  new  statutory  au- 
thority for  carers  to  do  what  is 
reasonable  to  safeguard  and 
promote  the  personal  welfare 
of  an  incapacitated  person. 

At  first  sight  this  may  seem 
attractive,  since  this  is  what 
many  carers  thought  they  had 
already.  On  the  other  hand, 
there  would  appear  to  be  few 
effective  safeguards  against  a 
carer  who  may  not  be  deliber- 
ately cruel  but  may  be  over- 
protective.  The  English  Law 
Commission  were  looking  for 
comments  by  30th  April,  but 
I  am  sure  late  comments 


would  be  taken  into  consid- 
eration. 

Personally,  I  would  be  re- 
luctant to  suggest  that  every- 
one should  rush  to  become 
Tutors  Dative.  There  are 
some  suggestions  in  the  law 
(e.g.  in  the  Scottish  principle 
of  negotiorum  gestor  and  in 
judicial  comments  in  the  steri- 
lization case  of  F  v  West  Berk- 
shire Health  Authority)  that 
carers  are  entitled  to  take  rea- 
sonable steps  to  protect  the 
welfare  of  an  incapacitated 
person  under  the  general 
principle  of  necessity.  In  prac- 
tice, most  people  will  accept 
that  carers  have  a  degree  of 
legitimate  control  and  that 


close  relatives  do  have  the 
right  to  be  consulted  and  in- 
formed. However,  it  is  true 
that  there  is  no  clear  statutory 
authority  which  would  give 
them  definite  powers. 
Whether  people  feel  the  need 
for  these  powers  is  very  much 
an  individual  decison. 

Scottish  Society  for  the 
Mentally  Handicapped 
13  Elmbank  Street 
Glasgow  G2  4QA 

Readers  should  bear  in  mind 
that  Scottish  Law  may  differ 
to  English  Law  on  this  issue. 
Guardianship  will  be  covered 
again  in  a  future  edition  of 
Talking  Sense. 


Scouting 
about 

Feel  like  doing  someone  a 
good  turn?  Then  join  the 
Scouts!  The  Scout  Association 
actively  encourages  young 
people  with  disabilities  to  join 
the  Scout  Movement  and  pro- 
motes integration  between  its 
disabled  and  non-disabled 
members. 

If  you'd  like  to  know  more, 
contact: 

The  Headquarters  Commis- 
sioner (Special  Needs) 
The  Scout  Association 
Gilwell  Park,  Chingford 
London,  E4  7QW. 
Tel:  081  524  5246 


New 
research 
project  for 
ethnic 
groups 

Southwark  INFORM  is  a  new 
project  which  aims  to  research 
the  needs  of  people  with 
learning  disabilities  and  peo- 
ple with  disabilities  from  mi- 
nority ethnic  communities. 

The  project  hopes  to  pro- 
duce good  quality  accessible 
information  for  these  groups, 
and  to  help  other  organisa- 
tions to  do  the  same.  If  you 
would  like  further  informa- 
tion, contact: 

Julie  Lomax 

Research  and  Development 

Worker 

Southwark  INFORM 

Beormund  Centre 

177  Abbey  Street 

London,  SE1  2AN. 

Tel:  071  252  3010  (voice) 

071  237  2218  (text). 


AGM  1993 


This  year's  Annual  General  Meeting  will  be  taking 
place  during  the  Scottish  Conference  which  will  take 

place  in  Dundee  from  17-19  September  1993.  Full 
details  will  be  sent  to  members  later  in  the  summer. 

Nominations  for  Council 

There  are  16  elected  places  on  Sense's  Governing 
Council  of  which  12  are  currently  filled.  Four  mem- 
bers will  be  completing  their  3  year  term  and  there 
will  therefore  be  8  vacancies  for  election  at  the  AGM. 

Nominations  are  therefore  sought.  Nominees 
should  be  members  of  Sense  as  should  those  nominat- 
ing and  seconding  them.  All  nominations  must  be 
accompanied  by  a  declaration  from  the  nominee  that 
he/she  is  willing  to  stand. 
All  nominations  must  reach  me  by  noon  on 
Monday  16  August  1993. 

Resolutions 

Resolutions  for  consideration  at  the  AGM  must  reach 
me  by  noon  on  Thursday  26  August  1993. 

By  order  of  Council 

Rodney  Clark,  Secretary 

11-13  Clifton  Terrace, 

London  N4  3SR 
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HRH  visits  Avon 

Parents 


On  Friday  5  February  1993  the  Princess  Royal  visited  Sense  Avon 
Parent's  Resource  and  Toy  Library  at  their  present  home,  Elmfield 
House,  Bristol. 


Her  Royal  Highness  saw  the  building  trans- 
formed from  its  usual  offices  into  a  recep- 
tion area  in  the  secretaries'  office,  a  sound 
room  in  the  Head  of  Services  office  and  a 
sensory  stimulating  creche  for  pre-school 
children  with  multi  sensory  needs.  She  also 
met  the  parents  for  their  normal  monthly 
session  reading  the  newsletter  together  and 
participated  in  'Take  the  ball  for  a  walk'  -  a 
sound  sculpture  on  the  staircase!  The  Prin- 
<  ess  Royal  then  met  many  people  who  work 
at  Elmfield  I  louse  or  who  were  invited  for 
the  day. 


New  centre  for  branch 

The  Sense  Avon  Branch  together  with  Look 
West,  a  local  charity  for  all  visually  impaired 
children,  are  now  in  the  process  of  securing 
a  new  home,  supported  by  Sense.  The  chil- 
dren will  be  able  to  use  the  Centre  when  it 
suits  them  and  their  families  -  not  when  the 
Education  Authority  say  they  can.  This  facil- 
ity at  the  Woodside  Centre  Kingswood  Bris- 
tol will  house  a  permanent  creche,  sound 
room,  resource  room  and  will  allow  the 
children  and  their  families  to  use  the  facility 
when  they  want  to.  A  lot  of  hard  work  will 
be  necessary  to  raise  the  funds  needed  to 
ensure  this  project  is  a  success,  but  with  the 
help  of  the  Corporate  Fundraising  Commit- 
tee in  Bristol  we  are  sure  we  will  succeed! 
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A  place  of  our  own 


Mandie  Lewis,  a  parent  and  contact  at  the  Sense  Avon  branch, 
welcomed  HRH  The  Princess  Royal  to  the  Avon  Parents'  Resource 
with  the  following  speech: 


Having  seen  around  Elmfield  House  you 
can  now  appreciate  what  goes  on  here  - 
both  the  dedication  of  the  Special  Educa- 
tional Needs  (SEN),  Multi  Needs  (MNSI) 
and  Visually  Impaired  (VI)  staff  and  the  use 
of  many  of  the  rooms  not  usually  used  for 
these  purposes  -  and  can  see  how  inappro- 
priate it  is  for  these  very  special  children. 

About  18  months  ago  we  were  warned 
that  this  house  was  to  close,  luckily  this  has 
not  yet  occurred,  however  it  spurred  us  into 
thinking  about  our  future  as  a  Parent  Re- 
source and  Toy  Library. 

We  drew  up  a  proposal  for  development, 
together  with  Look  West,  a  local  charity  for 
all  visually  impaired  children,  that  we 
launched  last  May,  it  set  out  our  ideal  of  a 
Family  Centre  with  space  for  all  the  family, 
the  special  child,  siblings,  parents  and  even 
extended  families.  We  have,  together  with 
Look  West,  been  working  hard  ever  since  to 
obtain  funding  for  such  a  centre. 

We  have  found  an  ideal  building,  the 
Woodside  Centre  in  Kingswood,  which  ap- 
pears to  be  very  suitable  for  our  needs  and  is 
empty,  ready  and  waiting  for  us!  We  have 
the  backing  of  Sense  nationally  but  need  to 
get  funding  for  this  project  to  become  a 
reality. 

The  centre  would  be  able  to  house  not  just 
the  toy  library  and  sensory  stimulating 
creche,  but  would  also  have  space  for  a 
permanent  snoezelen,  soundbeam  room  and 
other  sensory  stimulating  activities.  This 
would  reduce  the  time  wasted  in  setting  up 
once  a  month  by  teachers  and  staff  of  the 
SEN,  MNSI  and  VI  teams,  and  would  allow 
us  the  parents  and  our  children  to  use  the 
facilities  when  it  suited  us  -  in  the  holidays, 
at  weekends,  in  the  evenings  -  whenever  the 
child  is  well  enough.  This  is  not  possible  at 
present  as  this  building  is  really  office  space. 

To  have  a  severely  handicapped  child  is 
very  demanding  on  the  whole  hmiily  and 
the  existence  of  a  centre  that  would  be  avail- 


able 52  weeks  a  year  seven  days  a  week 
would  be  'just  what  the  doctor  ordered'  for 
the  parents  and  carers  as  well  as  the  child!  A 
place  where  the  whole  family  could  feel 
safe,  secure,  happy  and  most  of  all  wanted 
would  reduce  the  isolation  of  having  a  handi- 
capped child.  A  handicapped  member  of  a 
family  causes  the  whole  family  to  become 
handicapped  and  any  way  that  this  can  be 
eased  would  make  for  a  better  quality  of  life 
for  all  involved. 

Therefore  we  know  what  we  want  in  the 
future  for  these  very  special  children,  we 
think  we  have  found  the  building  and  hope- 
fully if  we  can  secure  the  funding  we  will  get 
what  I  believe  should  be  available  by  right  to 
these  children. 

Forgotten  children 

Being  a  minority  group  these  children  are 
often  forgotten  by  the  statutory  authorities, 
provision  -  if  at  all  -  is  very  limited  and  often 
inappropriate.  This  often  leads  to  these  chil- 
dren having  to  go  away  to  school  to  get  the 
best  possible  education  and  therefore  the 
best  quality  of  life  in  the  future.  However 
this  does  not  suit  all  and  means  the  child  is 
separated  from  its  parents  and  siblings  and 
misses  out  on  usual  day  to  day  family  life. 
Also  the  parents  have  to  make  the  awful 
decision  of  letting  somebody  else  look  after 
their  child  and  seeing  that  child  grow  up 
away  from  home  or  to  keep  the  child  at 
home  and  not  let  the  child's  potential  be 
realised. 

To  establish  a  Family  Centre  in  Avon 
would  be  a  significant  milestone.  It  would 
help  to  show  the  SSEN  Staff  who  work  with 
Multi  Needs  and  Visually  Impaired  chil- 
dren that  they  are  worth  their  weight  in 
gold.  We  as  parents  will  always  be  in  their 
debt  for  the  strides  they  have  been  able  to 
achieve  with  our  children  when  others  write 
them  off.  ■ 


Talking  Sense  ■  Summer  1993 


Partners  in  touch 


Jflr 


A  conference  on  deafblindness  in  Wales 


Sense  has  been  working  with  other  voluntary  agencies  in 
setting  up  a  conference  on  deafblindness  in  Wales  which  took 
place  on  18  June  1993,  in  Cardiff. 

The  RNIB,  National  Deaf-Blind  League,  Wales  Council  for  the 
Deaf  and  Wales  Council  for  the  Blind  all  came  together  to  try  to 
improve  links  between  organisations  working  in  the  field  of 
dual  sensory  loss. 


Why  Wales? 

The  report  which  started  eve- 
ryone thinking  seriously 
about  development  in  Wales 
in  entitled  'A  study  of  the 
numbers  and  needs  of  people 
with  a  dual  sensory  impair- 
ment in  Wales',  and  was  car- 
ried out  by  Dr  Billie 
Shepperdson  of  the  Depart- 
ment of  Psychology  at  the 
University  College  of  Swan- 
sea. DrShepperdson's  report 
carried  out  three  main  inves- 
tigations: 

1  To  investigate  whether  the 
number  of  deafblind  peo- 
ple in  Wales  known  to  the 
authorities  adequately 
represents  the  number 
who  exist. 

2  To  investigate  how  far 

■  ices  in  Wales  meet  the 
special  needs  of  deafblind 
»ple. 

3  To  determine  whether 
there  is  a  role  for  specialist 
deafblind  services  to  play 
in  Wales  that  will  signifi- 
cantly improve  the  qual- 
ity of  lifefordeafblind  peo- 

Tl  found  that  the  fig- 
ures auti  produced 
be  in. i"  unite  with 
substantial  under  recording. 
Add'            i  factthatatthe 


time  of  the  report  no  county 
in  Wales  had  formulated  a 
policy  specifically  for 
deafblind  people  and  you  can 
begin  to  understand  how  lit- 
tle formal  and  specialised  pro- 
vision there  is  in  Wales  for 
deafblind  people  and  chil- 
dren. 

The  recommendations  in 
Dr  Shepperdson's  report  state 
that  specialised  provision  in 
several  areas  should  be  set  up 
immediately,  training  should 
be  given  to  workers,  local 
authorities  should  collect  data 
to  get  accurate  figures  of 
deafblind  people  in  their  area 
and  that  a  Development  Of- 
ficer be  appointed  for  Wales. 

Sense  had  been  involved 
in  ongoing  discussion  with 
the  Welsh  Office  regarding 
the  funding  of  such  a  post,  at 
the  time  of  writing  an  agree- 
ment for  funds  has  been 
reached. 

Aim  of  the 
conference 

The  conference  has  several 
main  aims: 

1  Hstablish  links  in  Wales  - 
between  organisations  in- 
volved in  working  with 
deafblind  peopleand  with 
workers  in  the  field  of 
dual  sensory  loss.  I  lope- 
fully  links  will  be  forged 


and  strengthened  between 
health  workers,  eduction 
workers,  people  working 
in  the  field  of  housing  and 
deafblind  people  them- 
selves. 

2  To  promote  development 
in  Wales  -  following  the 
recommendations  in  the 
report  by  Dr  Billie 
Shepperdson. 

3  Raise  awareness  of 
deafblindness  and  the  pro- 
file of  organisations  in- 
volved. To  inform  mem- 
bers of  the  professions 
mentioned  above  of  impli- 
cations of  sensory  impair- 
ment. 

Content 

As  part  of  the  process  of  rais- 
ing awareness  in  Wales,  HRH 
the  Princess  Royal,  patron  of 
Sense  attended  the  day  and 
delivered  the  keynote  ad- 
dress. A  royal  visit  to  an  event 
naturally  brought  more  del- 
egates and  helped  to  achieve 
our  aim  of  establishing  links. 
Of  course,  without  politi- 
cal support  any  development 
will  only  be  of  limited  effect, 
it  is  important  therefore  that 
ministers  and  others  repre- 
senting the  Welsh  Office  are 
aware  of  our  intended  devel- 
opments and  support  it,  both 


politically  and  financially.  To 
this  end  Sense  invited  the  Rt 
Hon  Gwilym  Jones  MP,  Par- 
liamentary Under-Secretary 
of  State  for  Wales  to  give  an 
address. 

Norman  Brown,  Sense's 
specialist  advisor  on  Congeni- 
tal Deafblindness  highlighted 
issues  of  importance  in  his 
talk,  'Deafblindness:  an  intro- 
duction'. 

Delegates  had  the  oppor- 
tunity to  put  their  questions 
on  personal  areas  of  interest 
to  our  panel,  Partnership  in 
Action.  Representatives  from 
varied  areas  of  work  offered 
their  expertise  to  the  confer- 
ence. 

Workshops  dominated  the 
afternoon,  and  this  part  of  the 
programme  covered  all  of  our 
aims,  with  professionals,  par- 
ents, carers  and  deafblind 
people  themselves  discussing 
issues  involved  in  the  areas  of 
housing,  legislation,  caring, 
health,  post-lingual 

deafblindness  and  education. 

Hopefully  from  these 
workshops  we  can  identify 
ways  forward  for  Wales,  ways 
in  which  joint  development 
can  be  begun  and  we  can  fo- 
cus on  the  positive  achieve- 
ments that  can  be  made  fol- 
lowing the  conference. 

To  close,  a  telephone  mes- 
sage taken  by  our  reception 
staff  caused  much  merriment 
in  the  planning  team  -  it  stated 
that  information  is  required 
on  the  Wales  conference, 
'Partly  in  Touch'.  With  com- 
mitment to  our  responsibility 
to  develop  services  in  Wales 
we  may  be  able  to  build  on 
our  relationship  with  the  land 
of  rugby  and  leeks  and  be- 
come fully  in  touch  with  our 
members  there. 
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APPEALS 


End  of  the  recession 


I  am  very  pleased  to  have  the 
opportunity  to  mention  just 
a  few  examples  of  those  key 
supporters  who  have  helped 
Sense  up  until  May  in  our 
work  to  enhance  the  quality 
of  life  for  all  deafblind  young 
people. 

Kuoni  Travel  Ltd,  has 
made  it  possible  for  four 
deafblind  young  people  to 
experience  the  challenge,  ad- 
venture and  excitement  of  a 
Sense  holiday.  The  holiday- 
makers  will  be  able  to  take 
part  in  a  new  boating  holi- 
day, which  will  lead  them  into 
explorations  of  the  rivers  of 
Kent,  Sussex  and  Surrey.  Sup- 
port from  The  General  Elec- 
tric Company,  pic  and  Glaxo 
Holdings  pic  has  enabled 
Sense's  Usher  syndrome  serv- 
ices to  continue  to  move  from 
strength  to  strength.  Glaxo 
has  also  given  support  to  the 
community  local  to  its  Head 
Office,  through  Sense's  Ealing 
Family  Centre,  which  pro- 
vides crucial  advice,  support 
and  care  to  deafblind  children 
and  their  families. 

BT  pic  recently  gave  its 
third  substantial  donation  to- 
wards the  work  undertaken 
by  Eve  Darwin,  Deputy  Di- 
rector of  Sense  East.  This  sup- 
port enables  her  to  continue 
her  work  into  providing  qual- 


ity care  and  residential  serv- 
ices throughout  the  East  of 
England.  Eve  has  been  re- 
sponsible for  the  essential  new 
group  homes  and  resource 
centre  opened  towards  the 
end  of  last  year  in  Louth  and 
Skegness. 

Sense  has  also  been  lucky 
enough  to  have  been  sup- 
ported by  Midland  Bank  pic 
and  L.A.  Plastics,  who  have 
raised  money  for  Sense 
through  a  series  of  successful 
fundraising  events  organised 
by  company  employees. 

Although  I  have  only  man- 
aged to  mention  a  few  of 
Sense's  supporters,  grateful 
thanks  go  to  all  those  others 
left  unnamed.  Finally,  if  you 
work  for  any  company,  please 
consider  proposing  Sense  as 
the  beneficiary  of  either  a  do- 
nation, sponsorship, 
fundraising  event,  or  as  your 
Charity  of  the  Year!  Or  if  you 
want  to  help  but  can't  think 
how  to  go  about  it,  why  not 
give  me  a  call?  You  might  be 
surprised  at  the  difference 
you  could  make  to  deafblind 
people. 

Deborah  Curtis 
Corporate  Fundraising 
Officer 


Deafblind  students  cook 
up  a  treat  for  Sense 


Three  would-be  chefs  -  from 
Sense  Midlands  and  group 
homes  in  Peterborough  - 
went  to  the  Headquarters  of 
catering  giant  Gardner  Mer- 
chant in  May  to  take  part  in  a 
unique  training  course. 

Kanhai  Powell,  Lorraine 
Francis  and  Paul  Hickin  were 
schooled  by  some  of  the  UK's 
leading  chefs  in  preparing 
food  for  a  celebratory  lunch. 
The  training  course,  which  is 
normally  only  open  to  top 
caterers,  was  specially 
adapted  for  the  three  stu- 


dents. 

Treats  on  the  course  in- 
cluded a  trip  around  Covent 
Garden,  London  to  choose 
fruit  and  vegetables,  and  the 
chance  to  flambe  special  Mexi- 
can dishes. 

The  students'  culinary  ef- 
forts were  served  at  a  lunch 
held  for  60  people  to  mark  the 
end  of  a  year's  association 
between  Sense  and  Gardner 
Merchant,  who  have  raised 
over  £230,000  pounds.  Ford 
Ashley  of  Stoke  was  guest  of 
honour. 


The  big  event 

The  Slaughter  and  May 
Roller  Skate  Challenge  in 
March  was  a  big  success  and 
we  are  hoping  to  raise  a  total 
of  £15,000  from  our  20  partici- 
pating City  firms  who  took 
time  out  of  their  working  day 
to  come  to  Paternoster 
Square,  next  to  St.  Paul's  Ca- 
thedral, London  and  skate 
for  five  minutes.  The  winner 
of  the  Roller  Skate  Challenge 
should  be  announced  next 
month  (as  soon  as  the  team 
sponsorship  collections  are  all 
in)  so  that  planning  can  begin 
for  next  year's  roller  skate  or 
perhaps,  instead,  the  tradi- 
tional ice  skate  which  this  year 
had  to  be  cancelled  due  to 
technical  difficulties  at  the  ice 
rink. 

April  was  a  busy  month 
for  us.  Sense  had  20  runners 
competing  in  the  NutraSweet 
London  Marathon.  We  had 
people  from  a  variety  of  pro- 
fessions; nurses,  engineers, 
architects,  merchant  bankers, 
and  others  running  the  26- 
odd  miles  in  aid  of  Sense,  each 
trying  to  complete  the  race 
and  raise  £1,000.  It  was  a 
lovely  day  to  run  the  race  and 
fortunately,  apart  from  sev- 
eral blisters  and  sore  muscles, 
no  major  injuries  were  sus- 
tained by  any  of  our  volun- 
teers. We  are  again  hoping  to 
raise  £20,000  from  this  event 
and  to  obtain  even  more 
places  for  1994's  race. 

In  July  we  will  be  staging 
the  first  ever  Cycle-Sense  Lon- 
don to  Paris  Ride.  On  Thurs- 
day the  15th  of  July  40  cyclists 
will  head  off  from  the  Houses 


of  Parliament  across  West- 
minster Bridge  beginning  a 
four  day  excursion  to  Paris. 
The  cyclists  will  ride  approxi- 
mately 50  miles  to  Dieppe  (via 
New  Haven)  for  their  first 
night's  stay.  On  the  16th  after 
another  day's  ride  of  approxi- 
mately 50  miles  the  group  will 
settle  in  for  the  night  in  the 
small  country  town  of  Gisors 
and  then  set  their  sights  on 
cycling  the  last  50  miles  to 
reach  the  Eiffel  Tower  by  the 
afternoon  of  Saturday  the 
1 7th.  An  end  of  ride  party  and 
trophy  giving  ceremony  will 
follow  that  evening.  On  Sun- 
day the  1 8th  they  will  have  to 
bid  an  revoir  to  Paris  (and  our 
cycles  for  the  immediate  fu- 
ture) as  they  return  to  Lon- 
don by  rail.  We  hope  to  raise 
a  grand  total  of  £40,000  from 
the  Cycle-Sense  Challenge 
which  promises  to  become  an 
annual  summer  event. 

The  Autumn  months  will 
be  very  busy  for  Sense.  We 
are  hoping  to  have  a  corpo- 
rate event  in  late  September  - 
possibly  a  luncheon,  and  in 
October  Sense  has  been  se- 
lected to  be  the  beneficiary 
charity  of  the  Big  Bang  Ball. 
The  Big  Bang  Ball  takes  place 
every  autumn  at  the  Cafe 
Royal,  Regent  Street,  London. 
Over  3,000  guests  are  antici- 
pated to  attend  the  ball  which 
will  take  over  the  seven  floors 
of  the  Cafe  Royal  for  the 
evening,  with  several  discos, 
live  music,  a  raffle,  and  a  ca- 
sino -  the  proceeds  of  which 
will  benefit  Sense. 

Shelley  Wisner 
Events  and  Promotions 
Officer 
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A  year 

of 

progress 


Cleer  is  blind  and  partially 
deaf  due  to  maternal  rubella. 
She  resided  at  the  Manor 
Hospital  for  many  years 
where  she  was  cared  for  and 
kept  happy  by  kind  and  de- 
voted staff. 

To  the  best  of  our  knowl- 
edge and  belief  Cleer  was  the 
only  person  there  who  was 
rubella  damaged  and  unfor- 
tunately, the  Manor  did  not 
have  the  resources  to  cater  for 
her  special  needs. 

We  fought  for  the  best  and 
the  right  place  for  Cleer  and 
for  the  first  time  the  opportu- 
nity came  -  a  year  ago  -  for 
her  to  have  residential  train- 
ing at  the  specialised  centre 
for  deafblind  and  multiply 
handicapped  people  at  Sense 
Midlands. 

Apart  from  visiting  Cleer 
regularly  we  had  her  home 
on  short  holidays  and  ob- 
served that  she  has  made  re- 
markable improvement  in 
many  areas,  such  as  the  way 


she  responds  to  people,  her 
personal  skills  and  her  gen- 
eral confidence. 

All  this  improvement  is 
due  in  no  small  way  to  the 
dedication  and  commitment 
of  the  staff  at  Flat  5  Sense 
Midlands  who,  as  well  as  car- 
ing for  Cleer,  have  given  her  a 
great  opportunity  to  explore 
the  world  around  her  through 
the  programmes  they  have 
skilfully  arranged  for  her. 
Cleer  loves  swimming.  She 
has  been  on  outings  and  actu- 
ally went  abseiling  while  on  a 
short  holiday  in  Scotland. 

We  feel  that  in  her  own 
way  Cleer  has  thoroughly 
enjoyed  the  first  year  of  her 
training.  We  congratulate  the 
staff  for  their  dedication  and 
skill  and  wish  them  every 
success  in  letting  in  a  ray  of 
hope  into  the  lives  of  all  the 
students. 

Derry  and  Cliff  Newton 
London 


John  Ash 

I  am  deeply  saddened  to  have 
to  let  everyone  know  of  the 
death  of  John  Ash. 

After  many  years  working 
as  a  specialist  aviation  fin- 
fighter,  Johnny  Ash  sought 
'<f  a  f  ompletely 
new  job,  and  came  to  work 
for  St  Social  Tutor  at 

outti  Hon 

ay  it  was  soon 


clear  that  Johnny  was  'a  natu- 
ral' at  teaching  and  enabling 
young  people.  He  loved  the 
job,  and  won  the  respect  of 
everyone  around  him. 

Johnny  is  greatly  missed 
by  colleagues  and  students. 
Our  thoughts  are  with 
Johnny's  wife  Carolyn  and 
daughers  Katie  and  Nicola. 

I.iz  Booth 
Regional  Officer 


Project 
worker  for 

Cheshire 

The  North  West  branch  was 
pleased  to  hear  in  April  that 
a  Project  Worker  for 
deafblind  people  has  been 
appointed  in  Cheshire. 

This  is  encouraging,  as  so 
little  else  seems  to  be  happen- 


ing elsewhere  in  the  region, 
and  it  is  hoped  that  other  au- 
thorities will  take  up  Chesh- 
ire's lead. 

The  branch  also  received  a 
donation  from  a  woman  with 
cerebral  palsy,  who  per- 
formed a  parachute  jump  to 
raise  money  for  Sense  and  for 
her  local  stroke  club.  To  at- 
tempt the  jump,  she  had  to  be 
strapped  to  her  instructor,  but 
enjoyed  the  event  nonetheless! 


Communication  works 


visual  impairment  and  deaf- 
blindness  as  well  as  deaf- 
blind communication  and 
sign  language  to  the  general 
public.  Now,  I  have  added  on 
other  courses  aimed  at  deaf, 
deafblind  and  visually  im- 
paired people. 

One  of  the  most  frustrat- 
ing things  I  find  about  being 
deafblind  is  that  I  do  not  have 
access  to  information  the  same 
as  everyone  else.  So  added 
into  my  idea  of  'Communica- 
tion Works'  is  to  have  courses 
with  interpreters  and  a  loop 
system.  These  courses  include 
aromatherapy,  reflexology, 
flower  arranging,  music  for 
the  deaf,  ballroom  dancing, 
self  defence  and  massage. 
With  the  help  of  some  of  my 
friends,  one  who  is  an  inter- 
preter, guide  and  driver  and 
another  who  is  my  secretary 
and  general  support,  I  am  able 
to  do  this. 

The  whole  idea  of  'Com- 
munication Works'  is  to  im- 
prove communication  skills 
and  awareness  between  the 
deaf,  deafblind  and  visually 
impaired  communities  and 
the  hearing /sighted  commu- 
nity. It  is  also  to  give  deaf, 
deafblind  and  visually  im- 
paired people  better  access  to 
information. 

If  you  would  like  more  infor- 
mation please  contact  Com- 
munication Works  on: 

Voice  (0494)  872076 
Minicom  (0494)  875258 
Fax (0494) 875258 


My  name  is  Julie  Brown.  I 
am  28  years  old.  I  am  pro- 
foundly deafened  and  par- 
tially sighted.  I  have  just 
been  retired  from  my  job  as  a 
social  worker  because  of  my 
decreasing  sight. 

The  question  I  asked  my- 
self was  'what  am  I  going  to 
do  for  a  living?'  I  couldn't  see 
myself  getting  another  job  that 
I  wanted  to  do,  the  main  prob- 
lem being  that  most  of  the 
sighted /hearing  world  just 
see  my  red  and  white  cane. 
They  do  not  see  the  person 
behind  it.  I  cannot  use  a 
phone,  nor  read  normal  print 
without  magnification  and  I 
am  unable  to  follow  conver- 
sation without  sign  language 
interpretation.  I  have  been 
teaching  sign  language  for 
quite  some  time,  so  I  decided 
to  take  it  a  step  further. 

My  first  plan  was  to  teach 
awareness  skills  in  deafness, 
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MEMBERS'  NEWS 


No  bed  of  roses 


Five-year-old  Isaac  came  into  our  care  some  ten  weeks  ago. 
That  makes  us  novices  in  the  field  of  deafblind  children, 
with  a  lot  more  to  learn  than  to  teach  others,  but  with  a  wide 
experience  of  a  large  number  of  children  of  all  types  who 
have  lived  under  our  roof  in  the  past  ten  years. 


A  foster  child  may  be  pre- 
sented initially  quite  nega- 
tively -  a  list  of  facts;  a  series 
of  problems;  a  catalogue  of 
concerns.  Families  often  ac- 
cept or  reject  placements  on 
the  basis  of  what  they  hear 
over  the  telephone,  and 
Isaac's  sleep  problems  fea- 
tured large  as  unattractive 
criteria  in  this  respect.  On  the 
principle  that  a  handicapped 
child  with  sleep  problems  is 
first  and  foremost  a  child, 
human,  individual  and  spe- 
cial, we  resolved  as  a  family 
to  'give  it  a  go'. 

Going  to  sleep  presup- 
poses that  a  child  gets  into 
bed,  and  that  he  stays  there. 
This  appeared  to  be  the  major 
hurdle  on  the  first  night.  Isaac 
found  the  radiator  the  most 
attractive  thing  about  his  new 
bedroom  and  repeatedly  lay 
down  beside  it,  warming  his 
toes,  banging  and  squealing. 

We  decided  not  to  stay  in 
the  room,  but  to  replace  him 
in  the  bed  every  time  he  left  it, 
firmly  but  without  fuss,  in  a 
manner  which  was  emotion- 
ally neutral  and  offered  no 
reward  for  the  attention-seek- 
ing element  in  Isaac's  behav- 
iour. This  contrasts  markedly 
with  the  approach  of  a  near 
neighbour  of  ours  with  her 
toddler  who  loves  the  night 
hours.  Drinks,  cuddles  and 
videos  make  wakefulness 
very  desirable! 

We  understood  that  Isaac 
rarely  settled  before  midnight 


and  was  therefore  very  dopey 
in  the  morning  and  fairly  un- 
receptive  to  learning  in  the 
daytime.  These  facts  made  it 
seem  a  high  priority  that 
Isaac's  sleep  pattern  improve, 
and  through  the  first  weary 
evenings  and  often  again  at 
around  four  or  five  in  the 
morning  he  was  replaced 
again  and  again.  The 
bedcovers  were  straightened, 
and  the  flailing  limbs  and  toss- 
ing head  were  calmed.  The 
only  thing  to  do  about  squeals 
was  to  ignore  them,  as  they 
always  got  louder  the  more 
we  responded.  This  had  to  be 
a  family  decision,  made  with 
gritted  teeth  and  sighs  by 
adults  and  daughters  alike. 
Within  a  few  days,  Isaac 
found  the  effort  of  getting  out 
of  bed  again  counter  produc- 
tive. Calming  himself  for 
sleep  is  much  less  straightfor- 
ward, however,  even  when  he 
is  outwardly  very  tired.  Al- 
though you  know  that  Isaac's 
body  is  physically  weary,  his 
hands  and  arms  are  still  rest- 
lessly creating  shadow  and 
movement  and  stimulating 
his  head  to  act  and  his  strain- 
ing eyes  to  respond. 

For  Isaac  to  be  settled 
within  an  hour  and  a  half  of 
going  to  bed  we  now  regard 
as  good;  for  him  to  sleep  from 
then  solidly  until  morning  is 
frequent.  For  him  to  cope  well 
with  the  structured  demands 
of  the  day  is  now  a  good  deal 
more  likely.  On  the  other 
hand,  we  still  share  with  other 
readers,  on  occasions,  the 
frustration  and  weariness  of 
protracted  wakefulness  and 
the  disbelief  that  a  child  can 
keep  going  with  restless  ac- 
tivity for  so  long  and  at  such 
crazy  times. 

In  addition  to  this,  if  Isaac 
could  make  some  progress 


towards  regular  toiletting, 
this  aspect  of  nocturnal  dis- 
ruption could  also  be  reduced . 
We  have  been  fortunate,  I 
am  sure,  in  being  able  to  dem- 
onstrate that  determination 
and  consistent  policy  do  reap 
rewards  in  the  area  of  poor 
sleep  patterns.  Our  hearts  go 


out  to  those  with  much  longer 
experience  of  their  children 
who  face  a  nightly  endurance 
test  and  whose  struggle  is 
uphill.  May  there  be  a  few 
more  roses  along  the  way, 
especially  in  the  bed! 

Phyllis  Styles 


Dizzy  Scott 

Dizzy  Scott  is  writing  to  tell 
Talking  Sense  readers  that 
she  now  has  a  fax. 

It  is  lovely,  as  I  cannot  use 
the  minicom  or  the  telephone. 


Some  of  my  deaf  friends  have 
a  fax,  as  well  as  many  shops, 
my  Dad,  some  taxis  and  tel- 
evision addresses. 

I  can  do  things  for  myself 
now  and  need  no  help.  Please 
tell  my  deaf  friends  to  try  it  - 
it  really  works! 


Find  a  home    Avon 


I  am  writing  to  contact  other 
parents  or  carers  concerned 
about  finding  a  home  for  their 
young  adults  in  the  Surrey/ 
Middlesex/Berkshire/ 
Hampshire  areas. 

My  daughter  is  now  19 
years  old,  profoundly  deaf 
and  partially  sighted  (rubella 
syndrome),  and  she  wishes  to 
live  not  too  far  away  from  us. 
There  is  nothing  available, 
mainly  because  she  commu- 
nicates by  signing. 

Please  get  in  touch  if  you 
have  a  similar  problem.  Per- 
haps we  can  work  together 
and  make  something  happen. 

Maggie  Alderman 
Avalon 

Mayfield  Road 
Weybridge 
Surrey  KT13  8XB 


survey: 


I  am  conducting  a  survey, 
funded  jointly  by  the  Depart- 
ments of  Health  and  Social 
Services,  to  establish  the  inci- 
dence of  deafblind  people  in 
Avon  and  to  investigate  how 
far  existing  services  meet  their 
needs  and  those  of  their 
carers.  I  would  like  to  hear 
from  anyone,  particularly  in 
the  County  of  Avon,  who  can 
provide  information,  com- 
ment or  research. 

Rowena  Bath 
Research  Worker 
Bristol  Royal  Society  for 
the  Blind 
Stillhouse  Lane 
Bedminster 
Bristol  BS3  4EB 
Tel:  0272  537750 
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USHER  SYNDROME 


Usher  Syndrome  Services 

Ashley  House 

Training  Courses  and  Events 

April  1993  -  April  1994 

June  29     Usher  Day 

An  open  dav  for  professionals,  parents  and  Usher  people 
who  are  interested  in  Rehabilitation  Courses  &  Pro- 
grammes. The  day  will  consist  of:  talks  from  people  who 
have  Usher  syndrome,  a  Presentation  on  the  services  which 
are  being  provided  at  Sense  Midlands,  followed  by  after- 
noon workshops.  Course  Ref:  CI 

Julv  6-8  3-Day  Residential  Course  for  People  who  are  Deaf 
and  Losing  their  Sight  'The  Next  Step'  (For  people  20-30 
vears). 

This  3-  day  residential  course  is  for  a  group  of  3-  4  people.  It 
will  look  at:  (1)  the  person  themselves,  where  they  are  now  -  at 
work,  employment  training,  college  or  trying  to  find  work  and 
(2)  the  'next  step'  for  them,  eg  attempts  to  gain  work  or  to  find 
wavs  to  live  their  life  to  the  full.  It  will  also  look  at  technical 
equipment,  which  may  help  them  in  the  future. 

Course  Ref:  C2 

September  29     'Hands  On'  Day 

This  day  will  look  at  Communication  through  Touch  and  how 
to  adapt  British  Sign  Language  from  the  visual  language,  so 
that  it  can  be  felt  by  touch.  This  one  day  Course  will  be  for 
interpreters,  trainee  interpreters.  Course  Ref:  C3 

October  26,  27,  28     3  Professional  Training  Days 
Suitable  for  social  workers,  rehabilitation  workers,  teachers, 
guide  helpers,  professionals  from  voluntary  organisations. 

Course  Ref:  C4 

November     'Information  Seminar7 

(Date  to  be  arranged)This  training  will  concentrate  on  medi- 
cal issues  which  are  important  for  people  with  Usher  syn- 
drome. Course  Ref:  C5 


December  18     Usher  Christmas  Party 


Ref:  C6 


January  5-7     3  Day  Residential  Course  for  Deaf  People 
Losing  their  Sight  'The  Next  Step'  for  young  people  aged  15- 
20  years. 

This  3-  day  Residential  Course  is  for  a  group  of  3  or  4  young 
people  and  will  look  a  t  the  person,  their  school  and  college  and 
the  technical  equipment  which  will  help  them  in  the  world  of 
work.  It  will  give  vocational  advice.  Course  Ref:  C7 

February  17     'Employment  Training  Day' 
This  day  will  look  at  employment  support  for  people  who 
have  Usher  synd  rome  and  is  suitable  for  people  working  in  the 
Careers  Departments,  Employment  Services  and  also  employ- 
ers of  people  who  have  Usher  syndrome       Course  Ref:  C8 

If  you  are  interested  in  receiving  information  on  any  of  the 
above  tick  relevant  box  for  (  nurse  or  Event. 


C1               D     C2 

D     C3 

D     C4 

C5              D     C6 

□     C7 

D     C8 

Please  return  to: 

June  Hoy 

Usher  Syndrome  Services 
1  (  hurch  Koad,  Edgbaston 
Birmingham  B153TD 


^MrV 


Training  for  the  regions 


On  May  1 1  we  came  from  four 
of  the  five  corners  of  Sense 
Regions  to  Ashley  House  at 
Midlands,  to  get  our  heads 
together  for  a  share  and  feed- 
back day. 

We  shared  the  significant 
progress  that  each  Region  has 
made  since  the  first  Training 
Day  in  November  1992.  We 
talked  around  some  case  stud- 
ies presented  by  Mary  Guest 
and  this  was  followed  by  June 
Hoy  who  spoke  about  her 
work  as  Rehabilitation  Organ- 
iser. She  also  showed  us  a 
short  video  on  communica- 
tion and  rehabilitation. 

Perhaps  the  trickiest  sub- 
ject we  tackled  was  how  to 
communicate  with  one  an- 
other to  avoid  duplication  of 
effort  and  still  give  a  good 
service  to  our  Usher  families 


who  turn  to  Sense  for  help.  I 
hope  my  diagram  helped. 

As  with  any  course,  much 
of  the  benefit  derived  from 
the  informal  contacts  made 
over  the  coffee  making  and 
washing  up  in  Ashley  House 
kitchen.  I  was  so  pleased  to 
see  the  representatives  from 
the  Regions  chatting  at  all 
hours  of  the  day  (and  night, 
I'm  told!). 

Finally,  we  must  thank  Mary, 
who  organised  and  cooked 
the  food  for  our  time  in  Bir- 
mingham. The  meals  were 
wonderful  and  the  stay  at 
Ashley  House  was,  as  always, 
very  comfortable. 

Marilyn  Kilsby 

Support  Worker 

Usher  Syndrome  Services 


Lipreading  classes 


The  provision  of  lipreading 
classes  varies  considerably 
from  one  area  to  another. 

While  a  few  authorities  pro- 
vide sufficient  tuition,  in  most 
cases  the  provision  is  totally 
inadequate.  The  number  of 
authorities  charging  for 
classes  went  up  from  28%  in 
1990  to  51%  in  1992,  and  it  is 
likely  that  changes  in  the 
funding  of  further  education 
will  lead  to  further  increases 
in  fees  and  even  less  classes 
being  offered  in  September. 

Deaf  Accord  is  campaign- 
ing to  get  lipreading  classes 
included  in  the  list  of  classes 
which  will  be  funded  by  the 
Further  Education  Funding 
Council  under  Schedule  2  of 
the  Further  and  Higher  Edu- 
cation Act.  Unfortunately  the 
list  currently  includes  classes 
in  communication  skills  only 
where  the  student  is  going  on 
to  take  other  educational  or 
vocational  classes,  and  this  is 
not  the  case  for  most  people 
who  need  lipreading  tuition. 

While  some  colleges  are 


funding  this  year's  classes  out 
of  money  from  the  Funding 
Council,  there  is  a  fear  that  as 
they  do  not  legitimately  fall 
under  Schedule  2  this  might 
become  impossible  in  the  fu- 
ture, which  means  that  the 
classes  would  have  to  be 
funded  from  already  over- 
stretched local  education  au- 
thority budgets.  Placing 
lipreading  classes  alongside 
adult  education  leisure  classes 
is  likely  to  mean  high  fees  and 
an  expectation  that  class  sizes 
will  be  big  enough  to  meet 
financial  requirements. 

The  situation  has  been 
drawn  to  the  notice  of  MPs 
through  an  Early  Day  Mo- 
tion, EDM  1674,  which  has 
received  support  from  MPs 
of  all  parties,  calls  upon  the 
government  to  amend  Sched- 
ule 2  of  the  Further  and  Higher 
Education  Act  to  include 
lipreading  classes.  This  will 
mean  that  they  will  be  funded 
by  the  Funding  Council,  and 
hopefully  put  their  future 
onto  a  more  secure  footing. 
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CONTACTS 


In  the  Press 

This  is  a  new  column  for 
Talking  Sense  which  will 
summarise  what  has  been 
happening  in  the  press  and 
where  Sense  has  attracted 
media  attention. 

Since  the  beginning  of  the 
year  the  press  coverage  on 
Sense  has  been  wide-reach- 
ing and  varied  in  focus.  TV, 
radio,  national  and  local 
newspapers  have  all  given 
much  needed  publicity  to 
deafblindness  as  a  disability, 
and  to  Sense  as  an  organisa- 
tion. 

Sense  and  deafblindness 
were  featured  on  Tomorrow's 
World  (May  5th).  The  se- 
quence detailed  the  develop- 
ment of  an  electronic  glove 
which  converts  deafblind 
manual  alphabet  into  stand- 
ard English  through  either  a 
voice  synthesizer  or  a  com- 
puter screen. 

The  same  subject  was  rec- 
ognised in  The  Guardian. 


Other  more  contentious  is- 
sues of  interest  to  Sense  sur- 
rounded the  implementation 
of  the  Community  Care  Bill 
and  how  services  will  be  ra- 
tioned to  the  disabled.  A  pos- 
sible rubella  epidemic  also 
gained  wide  spread  attention. 
Other  outlets  mentioning 
Sense  included  Annabel,  New 
Woman,  Practical  Parenting 
and  GLR  (Greater  London  Ra- 
dio). 

At  a  local  level  the  regions 
have  been  extremely  active 
with  over  60  mentions  per 
month  in  local  newspapers. 
Scotland  and  Midlands  tied 
for  first  place  in  generating 
mostpress  activity.  Midlands 
had  great  support  from 
Graham  Taylor  while  Scot- 
land's multifarious  fund  rais- 
ing events  had  excellent  pub- 
licity spinoffs.  Other  events 
covered  by  local  papers  in- 
cluded the  London  Marathon 
(with  18  Sense  runners)  and 
the  Roller  Skate  Challenge. 
Billy  McKenna 
Press  Officer 


Intervenor  Course 

Monday  20  September  -  Friday  24  September,  1993 

Sense  Midlands,  4  Church  Road, 

Edgbaston,  Birmingham  B15  3TD. 


Course  Fee 

Accommodation 

Aim 


£250.00  including  meals 

£15.00  per  day  including  breakfast 

To  provide  students  with  the 
theoretical  knowledge  and 
practical  skills  to  carry  out  their 
role  as  intervenors  with  deafblind 
children. 

The  residential  week  will  include  seminars,  tutorials, 

practical  workshops,  videos  and  case  studies 

provided  by  an  interdisciplinary 

team  of  professionals. 

If  you  require  any  further  information,  a  programme 
and  application  form,  please  contact: 

Jenny  Fletcher 

Head  of  Regional  Advisory  Service 

and  Education  Service 

or 

Krystyna  Cieslik 

Course  Secretary,  Sense  Midlands, 

Family  Support  Service, 

4  Church  Road,  Edgbaston, 

Birmingham  B15  3TD. 

Tel:  021-456-1564  (voice  or  minicom) 


M 


Sense 

The  National  Deafblind 
and  Rubella  Association 


REGIONAL  OFFICES 
AND  CENTRES 

Sense  East:  The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Regional 
Director:  David  Ford 

Sense  Midlands:  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021-456  1564,  Fax: 
021-452  1656.  Regional  Director: 
John  Hatton 

Sense  South  West:  71-73  Queen 
Street,  Newton  Abbot,  Devon 
TQ12  2AU.  Tel:  0626  64079. 
Regional  Development  Officer: 
Peter  Holman 

Overbridge  Centre:  63  St 

Andrews  Drive,  Glasgow  G41 
5EY.  Tel:  041-423  2064.  Principal: 
Megan  Wilson 

Sense  Trading:  43a  Station 
Approach,  Hayes,  Kent  BR2 
7EB.  Tel:  081-462  1611.  Head  of 
Trading:  Adrian  Barker 

Finance  Centre:  122  Westgate, 
Wakefield,  W.  Yorks  WF1  1XP. 

Head  of  Finance:  Derek  Pernak 


EDUCATIONAL  /  FAMILY 
SUPPORT 

The  Family  Centre:  86 

Cleveland  Road,  Ealing, 
London  W13  0HE.  Tel:  081-991 
0513.  Principal:  Lindy  Wyman 

The  Birmingham  Family 
Centre:  4  Church  Road, 
Edgbaston,  Birmingham  B15 
3TD.  Tel:  021-456  1564. 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre: 

15  Newark  Drive, 
Pollockshields,  Glasgow  G41 
4QB.  Tel:  041-424  3222.  Assistant 
Director:  Joyce  Wilson 

Sense  East  Educational 
Consultancy:  The  Manor 
House,  72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Contact: 
Denise  Ford 

South  West:  Royal  West  of 
England  School  for  the  Deaf,  50 
Topsham  Road,  Exeter  EX2 
4NF.  Tel:  0392  72692.  Advisory 
Teacher:  Phillipa  Clark 
See  inside  front  cover  for  main 
office  addresses 


AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deaf-Blind,  40  Lower 
Drumcondra  Road,  Dublin  9, 
Ireland.  Tel:  0001  300562. 
Contact:  Ray  McLoughlin. 

BRANCH  CONTACTS 

Avon  Parents  Resource:  Derek 
and  Mandie  Lewis,  74 
Pendennis  Park,  Brislington, 
Bristol  BS4  4JN 

East  Anglia  Branch:  Elizabeth 
Royle,  The  Lanterns,  Church 
Lane,  Playford,  Ipswich,  Suffolk 
IP6  9DS.  Tel:  0473  622443 

East  Midlands  Branch:  Mrs 

Avril  Huke,  72  St  Mary's  Lane, 
Louth,  Lines  LN 11  ODT 

Kent  Branch:  Sue  Turner,  Spring 
Grove, Goudhurst  Road,  Maiden, 
Tonbridge,  Kent  TN 12  WW. 

London  North  East  Branch: 
Christine  Taylor,  2d  Albion 
Road,  Walthamstow,  London 
E17  3HZ.  Tel:  081-520  1736 

London  West  Branch:  fosie 
Connolly,  2^  West  End  Road. 
South  Ruislip,  HA46QS.  let 

OS  I -84 1  2374 


Midlands  Branch:  Margaret 
Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU. 
Tel:  0203  616962 

Norfolk  Branch:  Anne  Fitz- 
Patrick,  38  Pelham  Road, 
Norwich,  Norfolk,  NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  Site  1, 
Aldergrange  Pk,  Manse  Rd, 
Newtownards,  Co.  Down,  N.I. 
Tel:  0247  822929 

North  West  Branch:  Margery 
Harrison,  6  Tidal  Lane, 
Padgate,  Warrington,  Cheshire 
WA1  3DT.  Tel:  0925  813520 

Nottingham  Branch:  Alison 
Armes,  The  Willows,  142  Main 
Rd,  Watnell,  Notts  NG16  1HA. 

Sense  Cymru:  Hazel  Benjamin, 
8  Forest  View,  Cimla,  Neath, 
West  Glamorgan  SA 11  3RS. 
Tel:  0639  637115 

South  West  Branch:  \lai\ 
Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  1QI2 
1EV.  Tel:  0626  69278 

Yorkshire  Branch:  Pat  Machin, 
10  Mavfield  Avenue,  Bailiffe 
Bridge,  Brighouse,  W.  i  orks 
I  IDh41T.  Tel:  0484  718220 
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CONFERENCE  APPLICATION  FORM 

Sense  Scotland  Conference 

West  Park  Centre 

University  of  Dundee,  Dundee 

17-19  September  1993 


Those  attending 

Name(s)  

Address 


Tel  No. 


Residential  Cost:  £185  □  Yes  □  No 

Accommodation  Required:  □  Single  rm     □  Twin  rm 

I  enclose  a  deposit  of  £20     □ 

Please  invoice  the  following  department/agency  for  the  full  amount: 

Contact . 


Department 
Address 


'el.  No. 


Day  Attendance  Cost:  £40  per  day  <• 

(Please  tick  appropriate  box)  □  Saturday     □  Sunday 

I  enclose  a  deposit  of  £10     D 

Please  make  all  cheques  payable  to  Sense  Scotland 


Note:  Children  under  1 6  years  of  age  are  free  of  charge.  Any  family,  deafblind  or  disabled  person  who 
has  difficulty  meeting  these  costs  should  contact  Joyce  Wilson  at  the  Glasgow  office.  Telephone  no.  041- 
221  7^77. 


\  or  office  use  only 

Deposit  Amt  outstanding 

Invoice  '  roc  ho  form 
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From  the  Editor 

This  issue  of  Talking 
Sense  has  been 
expanded  to  cater  for 
the  range  of  articles  it 
carries  on  the  subject 
of  education. 

Of  course,  it  is  not 
possible  to  cover  all 
aspects  of  the 
education  of 
deafblind  children 
and  young  adults  in 
one  issue  of  the 
magazine,  but  it  is 
hoped  that  the  four 
features  inside  will 
give  you  a  taste  of 
current  opinions  and 
practices. 

This  issue  also 
includes  a  new 
column  - 

Practicalities,  looking 
at  finding  practical 
ways  of  enabling 
deafblind  people  to 
achieve 

independence.  If  you 
would  like  to 
contribute  to  this 
column,  write  to  me 
at  Sense  Head  Office. 


The  cover  photo 
was  taken  at  Sense 
Midlands  by  Isabel 
Lilly. 
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Council  forced  to 
meet  costly  care  need 
following  new  ruling 


NEWS 


A  man  with  Downs  syndrome  who  successfully  took  Avon 
County  Council  to  court  over  his  choice  of  residential  place- 
ment may  have  set  a  precedent  which  denies  Social  Services 
departments  the  right  to  use  financial  constraints  as  a  barrier 
to  providing  costly  services. 


Mark  Hazell,  22,  was  living  in 
a  Mencap  training  and  assess- 
ment centre  in  Somerset  when 
he  chose  Milton  Heights 
Home  Farm  Trust  in  Oxford- 
shire as  his  ideal  place  to  live. 
This  was  rejected  following 
an  assessment  by  Avon  So- 
cial Services,  which  instead 
offered  Mr  Hazell's  family 
four  alternative  placements. 
When  these  were  found  to 
be  unsuitable  by  Mr  Hazell's 
parents,  the  case  was  sent  to  a 
complaints  hearing  chaired 
by  a  professor  of  social  work 
at  Bristol  University.  The 
hearing's  recommendation 


that  Mr  Hazell  be  sent  to 
Milton  Heights  was  again  re- 
jected by  Avon  County  Coun- 
cil. 

After  the  offer  of  another 
placement  was  turned  down 
by  the  Hazell  family,  the 
Council's  own  complaints 
procedure  gave  them  leave  to 
apply  to  the  High  Court  for  a 
judicial  Review  of  their  case. 

At  the  review,  Avon 
County  Council  claimed  that 
lack  of  funds  had  not  influ- 
enced its  decision  not  to  send 
Mr  Hazell  to  Milton  Heights, 
but  that  it  was  being  forced  to 
pay  more  unnecessarily  be- 


cause the  client  wanted  to  go 
to  one  home  rather  than  an- 
other. The  Hazell  family  ar- 
gued that  pleading  financial 
constraint  as  a  defence  from 
providing  needs-led  care  was 
unlawful. 

The  Judge  supported  the 
Hazell  family,  ruling  that  Mr 
Hazell  had  developed  a  psy- 
chological need  to  go  to  the 
home  and  that  'assessment  of 
Mr  Hazell  has  to  be  based  on 
current  needs.' 

The  judgement  provides 
hope  for  families  who  wish  to 
appeal  against  the  outcome 
of  local  authority  care  assess- 
ments. This  could  mean  that 
Social  Services  departments 
across  the  country  will  be  le- 
gally obliged  to  provide  serv- 
ices if  need  has  been  identi- 
fied -  no  matter  what  the  cost. 


Rise  in  rubella  in  pregnant  women 

The  National  Council  for  Child  Health  has  issued  another 
warning  to  women  contemplating  pregnancy  to  check  their 
rubella  status  before  conception. 

to  the  21 2  for  1 992.  Provisional 


"The  figures  for  rubella  from 
the  Communicable  Diseases 
Surveillance  Unit  indicate  that 
we  have  seen  a  mini-epidemic 
this  year.  Women  are  at  risk 
of  the  circulating  disease.  Do 
not  assume  you  have  had  ru- 
bella as  a  child,  even  if  your 
doctor  says  so"  said  Fiona 
Fountain,  NCCH's  Director 
(pictured).  "The  only  way  to 
be  sure  you  are  immune  is  to 
have  a  blood  test  to  check." 

The  National  Council  for 
Child  Health  first  issued  a 
warning  in  April  of  this  year 
when  figures  for  the  first  three 
months  showed  a  total  of  500 
confirmed  cases  as  opposed 


figures,  to  the  end  of  week  30, 
show  a  total  of  1404  cases  -  a 
seven  fold  increase  on  last 
year's  figures.  Of  these,  some 
1 8  cases  have  been  diagnosed 
in  women  who  are  already 
pregnant. 

"It  must  be  remembered 
that  this  is  only  the  tip  of  the 
iceberg,  most  cases  of  rubella 
are  not  blood  tested  and  be- 
cause it  can  be  so  mild,  it  is 
often  undiagnosed.  We  feel 
that  when  this  trend  started 
to  appear,  there  should  have 
been  official  warning  issued 
to  doctors  to  encourage  them 
to  increase  testing  and  immu- 


Fiona  Fountain 

nisation      of     vulnerable 
women." 

The  National  Council  for 
Child  Health  are  currently 
working  on  a  rubella  aware- 
ness campaign  to  be  launched 
this  Autumn. 


Frederich  Pape 

Sense  attends 
first  conference 
in  former 
eastern  europe 

Sense  took  its  place  at  the 
1993  European  conference  of 
the  International  Association 
for  the  Education  of 
Deafblind  people  in  July. 

The  conference,  held  in 
Potsdam,  formerly  in  East 
Germany  brought  together 
deafblind  people,  carers  and 
practitioners  from  all  over  Eu- 
rope to  discuss  the  theme  "Equal 
and  Exceptional:  Access  to  Cul- 
ture for  Deafblind  People." 

Seminars  and  workshops 
focused  on  enabling  deafblind 
people  to  communicate  with 
others,  to  take  an  active  part 
in  the  community,  to  build 
relationships  and  to  access  all 
forms  of  cultural  activity. 

The  conference  was  the 
first  to  be  held  in  Germany 
following  the  toppling  of  the 
"iron  curtain"  in  1989.  Del- 
egates included  representa- 
tives from  Czechoslovakia, 
Poland  and  Russia. 

Frederich  Pape  (pictured), 
the  Head  of  Oberlinhaus,  the 
centre  for  deafblind  people 
and  conference  host  wel- 
comed the  decision  to  discuss 
deafblind  issues  in  Potsdam, 
saying:  "Who  could  have  fore- 
seen the  possibility  that 
Potsdam,  the  host  city  of  the 
1993  European  conference, 
would  no  longer  be  "behind 
the  wall"  in  1993?  That  so 
many  governmental  and  so- 
cial changes  would  be  impact- 
ing the  lives  of  the  entire 
populations  of  all  the  former 
eastern-block  nations1" 
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Day  in  parliament  for  young  deaf  people 


^r 


On  S  July  Deaf  Accord  organised  a  day  trip  to  Parlia- 
ment for  a  group  of  25  young  deaf  people. 

dining  rooms,  hosted  by 
Liberal   Democrat   MP 

Malcolm  Bruce.  The  Min- 
ister for  Disabled  People, 
Rt  Hon  Nicholas  Scott, 
made  a  short  speech  and 
answered  questions.  In  all, 
nearly  30  Members  of  Par- 
liament attended,  includ- 
ing manv  of  the  partici- 
pants' own  constituency 
MPs.  Sisin  lansrua^e  rnter- 
preters,  who  were  on  hand 
throughout  the  dav,  en- 
sured  that  the  young  deaf 


The  dav  began  with  a  talk 
from  one  of  Labour's  edu- 
cation team,  Wvn  Griffiths 
giving  participants  the  op- 
portunity to  ask  questions 
about  life  as  an  MP  and 
about  parliament.  This  was 
followed  bv  a  suided  tour  of 
the  palace  of  Westminster. 

.Alter  lunch  the  group 
divided  into  those  who 
wanted  to  hear  Prime  N  lin- 
isters  questions  in  the 
Commons,  and  those  who 
preferred  to  watch  mem- 
bers of  the  House  of  Lords 
at  work. 

The  dav  was  rounded 
off  with  a  reception  in  one 
of  the  House  of  Commons' 


members  got  their  message 
across  to  the  politicians. 

The  day  was  sponsored 
by  Kingfisher  pic,  the 
NASUWT,  and  MSF. 


Young  delegates  meet  the  Minister  for  Disabled  People, 
Rt  Hon  Nicholas  Scott. 


New  community  home  for  Sense 


Number  993  Oxford  Road,  Reading  is  the  newest  Sense 
residential  project  offering  a  life  in  the  community  for 
people  who  have  been  in  hospital  care  for  many  years. 

Oxford  Road  is  the  first  of  three  new  homes  planned  to  be 
a  home  for  15  people  with  sensory  and  learning  difficulties 
who  formerly  lived  in  Borocourt  Hospital,  Berkshire  which 
closed  in  Februarv. 


The  first  five  people  moved 
into  Oxford  Road  on  March 
15,  1993.  Since  then,  together 
with  the  new  staff  team,  they 
have  been  busy  getting  to 
know  their  new  home  and 
starting  to  visit  places  in  the 
community. 

The  day  to  day  running  of 
the  house  is  in  the  hands  of 
Head  of  House  Rhona 
McLeod  who  together  with 
the  new  staff  team  is  working 
to  ensure  the  residents  are 
settling  well  into  their  new 
home. 

The  age  range  of  the  resi- 
dents is  from  mid  20's  to  40. 
For  manv,  this  is  the  first  taste 
of  home  life  they  have  had  in 
several  years  and  is  quite  a 
change  from  the  way  they 
have  been  living. 

A  high  staffing  ratio  is  de- 
signed to  ensure  the  residents' 


new  home  will  provide  them 
with  the  opportunity  to  make 
choices  about  their  lifestyles, 
giving  them  independence 
within  the  house  and  the 
chance  to  get  out  into  the  com- 
munity This  is  supported 
with  both  leisure-based  and 
training  opportunities  to  pro- 
vide as  wide  a  range  of  activi- 
ties as  possible. 

The  initial  proposal  for  the 
project  was  made  a  year  ago 
with  the  Oxford  Road  prop- 
erty being  acquired  this  Janu- 
ary. Since  then  extensive  refur- 
bishment has  been  carried  out 

The  other  two  homes  in 
the  Borocourt  scheme, 
Chelmore  House  and 
Wallingford  in  Oxfordshire 
are  still  in  the  throes  of  build- 
ing work  and  are  due  to  open 
in  September.  While  work  is 
being  completed  theotherten 


people  are  living  in  tempo- 
ran7  homes  with  Sense  staff 
working  with  them. 

The  service  offered  by  the 
three  homes  is  headed  by 
manager  Keith  Mitchell  and 
his  deputy  Debbie  Teboe. 

The  local  health  authority 
provided  the  finance  for  the 
refurbishment  of  the  proper- 
ties and  will  continue  fund- 
ing their  running  costs. 

Keith  Mitchell  is  pleased 
with  the  overall  development 
of  the  first  house  despite  some 
difficult  settling  in  problems  for 
one  or  two  of  the  new  residents. 
He  looks  forward  to  life  settling 
down  eventually. 

He  said:  "All  the  staff  have 
worked  extremely  hard  to  get 
Oxford  Road  up  and  running 
in  such  a  short  time." 

"It  has  been  quite  a  stress- 
ful few  months  for  everyone 
but  now  we  are  looking  for- 
ward to  having  more  time  to 
get  to  know  the  residents 
much  better  and  making  sure 
their  new  life  in  the  commu- 
nity is  one  which  offers  a  good 
quality  of  life  and  is  fulfilling.'' 

Bob  Snow,  Head  of  the 


Development  Team  said:  "We 
are  verv  pleased  with  the  es- 
tablishment of  this,  the  first 
scheme  to  come  to  fruition 
since  the  formation  of  the 
Sense  Development  Team. 

"We  have  learned  some 
valuable  lessons  from  this 
scheme  which  will  be  useful 
for  our  future  projects." 

In  addition  the  develop- 
ment team  has  other  projects 
underway  including  a  home 
in  Barnet  for  20  people  com- 
ing out  of  Leavesden  Hospi- 
tal in  Hertfordshire. 

Marketing  plan 

The  Development  Team  have 
produced  a  marketing  pack 
for  local  authorities  and  other 
interested  groups. 

The  pack  has  been  de- 
signed to  encourage  partner- 
ships with  local  authorities  to 
develop  more  services  for  the 
people  we  care  for. 

Anyone  interested  in  find- 
ing out  more  about  the  pack 
should  contact  the  Develop- 
ment Team  at  Sense  Head 
Office. 
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PRACTICALITIES 


This  new  column  highlights  practical  ways  to  help  deaf  blind 
children  and  young  adults  gain  independence.  If  you're  a 
parent,  or  practitioner  and  have  developed  a  new  routine  or 
gadget.  Talking  Sense  would  like  to  hear  about  it.  In  this  article 
Gill  Taylor  and  Dave  Smith,  of  Henshaw's  College,  Harrogate 
describe  their  new  device  designed  to  enable  one  of  their 
students  to  shop  on  his  own. 


How  much  does  it  cost? 


Back  in  1992,  a  deafblind  student  from  Henshaw's  called 
David  O'Hare  was  very  keen  to  shop  independently.  This 
posed  several  challenges  for  all  concerned.  Firstly,  David 
is  totally  blind  and  has  a  severe  hearing  loss,  making 
interpreting  speech  virtually  impossible  for  him  despite 
his  hearing  aids.  Secondly,  while  his  orientation  within 
familiar  surroundings  is  good,  the  complex  two  mile  walk 
to  the  nearest  shops  proved  too  difficult  for  him  to  learn. 


Available  transport 

The  next  logical  step  was  to 
look  at  available  transport 
which  David  could  organise 
for  himself  to  get  to  and  from 
the  shop. 

As  the  college  is  isolated 
from  bus  routes,  taxis  were 
the  only  practical,  if  expen- 
sive, option.  Organising  a  taxi 
meant  that  a  range  of  shops 
could  be  considered.  In  view 
of  David's  excellent  mobility 
around  College,  transport  to 
a  shopping  environment  with 
boundaries  seemed  to  offer 
the  greatest  potential.  Large 
supermarkets  offer  a  wide 
range  of  product  choice 
within  a  safe  and  clearly  de- 
fined area.  Some  degree  of 
assistance  once  at  a  supermar- 
ket was  considered  to  be  an 
essential  ingredient  for  the 
success  of  the  project.  When 
we  approached  Asda,  who 
have  been  very  helpful  with 
Henshaw's  students  in  the 
past,  they  were  more  than 
happy  to  rise  to  the  challenge. 

By  shopping  at  Asda  at  a 
regular  time  each  week, 
David  became  known  by  the 
staff  who  worked  at  that  time. 

Asda  must  be  congratu- 
lated for  employing  members 
of  staff  with  special  educa- 
tional needs.  It  was  one  such 


member  of  staff,  called  Louise, 
who  was  allocated  to  assist 
David  each  week.  This  team- 
work approach  worked  well  - 
David  became  friendly  with 


gether,  as  are  bakery  items  or 
fruit  and  vegetables. 

Development  of  the 
Money  Dial 

One  serious  hurdle  to  inde- 
pendent shopping  remained. 
How  could  the  information 
at  the  till  be  communicated  to 
David  directly?  While  David 
is  a  competent  finger  speller, 
it  was  thought  unrealistic  to 
expect  Asda's  staff  to  learn  to 
finger  spell.  What  we  did  not 


Money  Dial 

Louise  who,  in  turn,  became 
aware  of  his  requirements. 

The  shopping  list 

As  a  means  of  communica- 
tion, David  uses  a  series  of 
shopping  cards  which  fit  into 
standard  credit  card  holders. 
Each  card  states  in  braille  and 
print  precisely  what  David 
needs. 

To  save  time,  David  or- 
ganises his  cards  into  sections 
so  that,  for  example,  dairy 
products  are  grouped  to- 


want  was  David  to  feel 
obliged  to  hand  his  wallet 
over,  as  this  would  represent 
a  significant  loss  of  independ- 
ence. 

The  challenge  was  brought 
back  to  College  and  after  liai- 
son between  the  Living  Skills 
and  Craft  Departments,  as 
well  as  the  Mobility  Officers 
and  Deaf-Blind  staff,  the 
MONEY  DIAL'  was  devel- 
oped. This  is  a  vacuum 
formed,  light  weight,  plastic 
disc  with  raised  segments,  a 


range  of  amounts  in  both 
braille  and  print  and  a  move- 
able dial. 

When  in  use,  the  dial  is 
simply  passed  to  the  cashier 
who  turns  the  dial  to  the  near- 
est figure  in  excess  of  the 
amount  required.  This  is  then 
returned  to  David  who  reads 
the  amount  in  braille  and  then 
proffers  the  appropriate 
amount  of  money. 

While  David  sorts  out  his 
money,  Louise,  his  helper, 
packs  his  shopping,  thus  sav- 
ing time  and  hopefully  mak- 
ing the  whole  operation  as 
quick  as  possible  for  the  ben- 
efit of  other  shoppers.  Once 
the  task  is  complete,  David 
waits  at  Customer  Services 
while  Louise  uses  the  free 
'phone  to  book  David's  taxi 
home. 

It  has  obviously  taken  a  lot 
of  time  to  perfect  this  outing. 
However,  we  are  sure  every- 
one will  agree  that  it  is  a  su- 
perb achievement  for  David, 
as  well  as  a  great  tribute  to 
Asda's  staff. 


If  anyone  is  interested  in 
purchasing  a  Money  Dial, 
please  contact  Gill  Taylor  or 
Dave  Smith  at  Henshaw's 
College,  Bogs  Lane, 
Starbeck,  Harrogate,  North 
Yorkshire  HG1  4ED  (Tel. 
0423  886451)  for  further  de- 
tails. 


Talking  Sense  ■  Autumn  1993  ■  5 


IN  PARLIAMENT 


^ 


Jane  Oberman 
Director  Deaf  Accord 


More  on 
Education 


The  Education  Bill  received  its  Royal  Assent  at  the  end  of  July, 
having  been  further  amended  by  the  government  as  a  result  of 
continued  pressure  from  those  concerned  about  special  educa- 
tion. 


In  the  Lords 

During  its  passage  through 
the  Lords,  when  government 
minister  Baroness  Blatch 
praised  the  work  done  by  the 
Special  Education  Consor- 
tium, the  government  made  a 
number  of  amendments  in- 
tended to  improve  special 
educational  provision: 

•  Local  Education  Authori- 
ties will  be  able  to  provide 
goods  and  services  to  meet 
the  special  educational 
needs  of  all  children  (not 
just  those  with  statements) 
in  all  schools  including 
grant-maintained  and 
LEA  schools  in  other  LEA 
areas 

•  while  parents  will  still  not 
be  able  to  state  a  prefer- 
ence for  a  school  from  the 
non-maintained  sector,  lo- 
cal authorities  must  give 
parents  information  about 
all  appropriate  schools  and 
explain  to  parents  their 
rights  to  make  representa- 
tions in  favour  of  an  inde- 
pendent or  non-main- 
tained school 

•  LEAs  have  the  right  to 
monitor  provision  for  their 
statemented  pupils  in 
grant  maintained  schools 
and  in  schools  maintained 
by  other  LEAs.  LEA 
representative(s)  to  take 
part  in  review  of  any  pupil 
with  Special  Educational 
Needs  attending  a  grant- 
maintained  school 


Code  of  Practice  and 
Regulations 

An  important  statement  by 
Baroness  Blatch  spelt  out 
what  was  to  be  covered  in  the 
Code  of  Practice  and  associ- 
ated regulations.  The  Code 
and  regulations  would  stand 
alongside  the  primary7  provi- 
sions of  the  bill. 

She  said  that  the  regula- 
tions would  cover  the  man- 
ner in  which  assessments  are 
to  be  conducted,  the  advice 
which  authorities  should 
seek,  the  time  in  which  as- 
sessments and  statements 
should  be  completed,  the 
form  and  content  of  state- 
ments and  the  review  proce- 
dure. They  would  also  pre- 
scribe the  information  to  be 
included  in  schools  annual 
reports  to  parents  on  their 
special  needs  policies. 

The  Code  of  Practice 
would  offer  practical  guid- 
ance to  LEAs,  the  governing 
bodies  of  maintained  schools, 
and  other  bodies  which  as- 
sisted LEAs  to  carry  out  their 
duties  -  such  as  health  au- 
thorities, social  services  de- 
partments and  the  new  spe- 
cial needs  tribunal  -  on  how 
best  to  carry  out  their  func- 
tions. They  would  have  a  duty 
to  have  regard  to  the  Code. 
The  Code  could  not  be  ig- 
nored, but  did  not  have  to  be 
followed  to  the  letter  so  long 
as  the  authority  concerned 
could  prove  that  the  alterna- 
tive action  they  took  pro- 
duced equal  or  better  results. 


The  Code  would  cover  all 
children  with  special  needs, 
not  just  those  with  statements, 
and  would  embody  the  fol- 
lowing principles: 

•  the  special  educational 
needs  of  all  pupils  should 
be  identified  and  assessed 
as  early  as  possible;  schools 
and  LEAs  should  receive 
clear  guidance  on  the  steps 
they  should  take  to  iden- 
tify, assess  and  monitor  all 
children  with  special 
needs 

•  provision  should  be  made 
by7  the  most  appropriate 
agency7,  in  most  cases  the 
child's  mainstream  school, 
without  a  statutory7  assess- 
ment, but  in  a  small 
number  of  cases  by7  the 
LEA  through  issuing  a 
statement 

•  schools  and  LEAs  should 
be  given  clear  criteria  as  to 
when  a  statutory  assess- 
ment may  be  necessary 
and  when  a  statement 
should  follow 

•  LEAs  should  receive  clear 
guidance  on  the  proce- 
dures they  should  adopt 
in  making  an  assessment 

•  LEAs  should  be  given 
guidance  on  the  writing  of 
clear,  thorough  and  spe- 
cific statements  and  on  the 
naming,  in  the  light  of  pa- 
rental preference  or  repre- 
sentations, of  an  appropri- 
ate school 
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•  Under  fives:  early  identifi- 
cation of  their  special 
needs,  guidance  on  their 
assessment  and  on  the  con- 
tent of  their  statements, 
and  promotion  of  early 
action  to  meet  needs  in  a 
variety  of  possible  settings 
including  the  home,  a  por- 
tage scheme,  nursery 
school  etc 

•  full  involvement  of  parents 
who  should  be  given  ad- 
equate information,  advice 
and  support 

•  close  liaison  and  full  ex- 
change of  information  be- 
tween all  the  agencies  con- 
cerned -  local  authorities, 
health  authorities,  social 
services  departments,  and 
voluntary  agencies. 

The  Code  will  be  issued  for 
full  consultation  and  the  final 
draft  will  be  laid  before  parlia- 
ment next  Spring,  and  be  sub- 
ject to  parliamentary  approval. 

Back  to  the 

Commons 

In  addition  to  the  government 
amendments,  there  were  a 


number  of  other  amendments 
passed  in  the  Lords  which  the 
government  opposed  when 
the  bill  returned  to  the  Com- 
mons. These  included  an 
amendment  which  would 
have  given  LEAs  a  duty  to 
plan  all  special  educational 
provision  in  both  local  author- 
ity and  grant  maintained 
schools,  and  another  which 
would  have  required  LEAs  to 
provide  nursery  education  for 
all  under  5's  with  special  edu- 
cational needs,  including 
those  without  a  statement. 

In  opposing  these  amend- 
ments the  Education  Minister 
Eric  Forth  reiterated  the  main 
measures  that  the  govern- 
ment had  introduced  to  im- 
prove special  educational 
provision  including  im- 
proved arrangements  for  as- 
sessments and  statements,  ad- 
ditional rights  for  parents,  the 
requirement  on  all  main- 
tained schools  to  produce  an- 
nual reports  on  their  special 
needs  policies,  and  the  publi- 
cation of  the  Code  of  Practice, 
which  would  establish  a  new 
common  framework  for  spe- 
cial educational  provision. 


He  then  introduced  two 
more  government  amend- 
ments in  lieu  of  those  amend- 
ments which  had  been  passed 
in  the  Lords,  placing  an  addi- 
tional duty  on  both  the  LEA 
and  the  governors  of  main- 
tained schools  to  consult  with 
each  other  and  with  the  Fund- 
ing Agency  for  Schools  for 
the  purpose  of  co-ordinating 
special  educational  provision. 
Mr  Forth  argued  that  this  met 
the  concern  of  the  Lords  for 
some  sort  of  planning  mecha- 
nism without  intruding  on  the 
autonomy  of  individual 
grant-maintained  schools. 

Unfortunately  the  Special 
Educational  Consortium  fears 
that  this  emphasis  on  consul- 
tation rather  than  planning  is 
unlikely  to  produce  a  cohe- 
sive special  needs  policy 
across  an  area  and  could  re- 
sult in  gaps  in  provision  and 
an  inefficient  use  of  resources . 
The  government  has  also  so 
far  failed  to  answer  what  will 
happen  if  those  involved  do 
not  agree  with  each  other. 

What's  next? 

Mr  Forth  announced  that  the 


government  would  shortly  be 
inviting  all  self  governing 
schools  to  consider  applying 
for  capital  grants  to  improve 
access  for  disabled  pupils. 

The  Code  of  Practice,  to- 
gether with  guidance  for  gov- 
ernors of  grant  maintained 
schools  on  their  duties  under 
the  new  legislation  will  be  is- 
sued for  consultation  in  the 
Autumn,  as  will  a  circular  on 
LMS  and  the  provision  of  sup- 
port services.  The  circular  is 
expected  to  say  that  the  fund- 
ing for  partial  hearing  units 
will  not  be  delegated  down  to 
schools  but  will  be  retained 
centrally  by  the  LEA. 

Deaf  Accord  and  Sense 
have  been  playing  an  active 
role  in  the  Special  Educational 
Consortium  during  the  pas- 
sage of  the  bill  and  we  will  be 
responding  to  these  forthcom- 
ing consultations,  as  well  as 
continuing  to  lobby  on  any 
further  proposals  which 
could  affect  the  education  of 
deaf  and  deafblind  children. 
We  would  like  to  thank  those 
parents  who  have  written  to 
their  MPs  as  the  Bill  has  gone 
through  parliament. 


TOUCH  AND  GO  PROJECT 
COMMUNICATING  WITH  DEAFBLIND  PEOPLE 

CACDP  has  received  agreement  on  funding  by  the 
Joseph  Rowntree  Foundation  and  the  Department 
of  Health  for  a  two  year  project  to  develop  guiding 
and  communication  skills. 

Key  to  the  success  of  this  project  will  be  the 
appointment  of  a  Development  Officer. 
Applications  are  invited  from  individuals  who 
have  good  organisational  abilities,  competence  in 
communicating  with  and  guiding  for  deafblind 
people,  and  experience  of  developing  training 
courses. 

Application  forms  together  with  further  details 
may  be  obtained  from  the  Chief  Executive, 
CACDP,  Pelaw  House,  School  of  Education, 
University  of  Durham,  Durham  DH1  1TA. 
Telephone  (091)  374  3607  (Voice  and  Minicom) 

Closing  date  for  applications  -  Monday  4th 
October  1993 


Sarah  is  a  13  year  old  deaf  girl  who 
needs  foster  parents  for  the  major 
school  holidays.  During  school  terms 
she  is  resident  at  a  major  school  for 
deaf  children. 

Described  as  'delightful'  by  her  teacher, 
Sarah  can  nevertheless  exhibit  very  demanding  and 
inappropriate  behaviour  if  she  is  denied  routine  and 
boundaries.  She  is  developmentally  delayed  and  uses 
sign  supported  English  at  an  early  level.  Her  epilepsy  is 
well  controlled  by  medication. 

We  are  looking  for  a  couple  without  other  children  in 
their  household  or  whose  children  are  considerably 
older  than  Sarah.  Ideally  you  should  live  within  40 
miles  of  Sarah's  mother's  home  in  Leeds  as  we  hope  to 
maintain  some  degree  of  shared  care. 

Experience  of  dealing  with  other  profoundly  deaf  chil- 
dren with  behavioural  problems  is  essential.  Ability  to 
use  sign  language  would  be  a  distinct  advantage  (train- 
ing may  be  available  in  appropriate  circumstances). 

For  further  details  or  an  informal  discussion  please 
contact  Sarah's  social  worker,  Mike  Wood  -  0532 
790171. 
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Education  is  the  key  to  enabling  deafblind  children  and  young  adults  to 
lead  independent  and  fulfilling  lives.  In  this  issue.  Talking  Sense  groups 
together  four  features  on  varied  aspects  of  deafblind  education  -  from 
practitioners'  methods  to  a  personal  account  of  working  with  deafblind 
young  adults.  If  you  would  like  to  add  your  comments,  write  to  Talking 

Sense  at  Sense  Head  Office. 


Are  we  being 
gentle  enough? 


Jean  Byrne,  Sense  Scotland  Training  Officer,  describes  an  innovative 
educational  system.  Gentle  Teaching  is  raising  some  interesting 
questions  in  Overbridge  ... 


Here  at  Sense  Scotland,  we  follow  an  ap- 
proach that  is  based  on  a  philosophy  of  posi- 
tive intervention.  We  work  hard  at  building 
meaningful  relationships  with  our  clients 
and  this  is  the  basis  of  our  work.  I  thought  it 
would  be  interesting  to  look  at  our  work  in 
the  light  of  'Gentle  Teaching'  which  is  a 
method  of  positive  intervention.  The  great 
proponents  of  the  approach  are  people  like 
Mc  Gee  and  Hobbs,  both  of  whom  are  men- 
tioned in  this  article.  From  my  observations,  it 
would  seem  that  Sense  Scotland  very  much 
adheres  to  the  broad  tenets  and,  therefore,  it 
might  be  a  useful  tool  for  some  self-evalua- 
tion. It  is  true  that  much  of  the  language  is 
strong,  even  extreme.  This  might  put  some 
people  off.  It  is  also  true  that  many  people 
would  feel  quite  challenged  by  the  political 
nature  of  the  approach.  I  believe,  however, 
that  once  we  get  beyond  the  jargon,  we  come 


upon  a  very  humanistic  approach  to  working 
with  people.  I  have  tried,  as  far  as  possible,  to 
omit  jargon  but  it  unavoidably  pops  up  here 
and  there.  Don't  be  discouraged.  I  feel  that 
gentle  teaching  is  an  approach  which  will 
challenge  us  to  constantly  re-examine  our 
attitudes,  our  practice,  and,  most  impor- 
tantly, our  relationships  with  our  clients. 

John  McGee  tells  us  that  'Gentle  Teach- 
ing' is  based  on  a  posture  that  centres  itself 
on  the  mutual  liberation  and  humanisation 
of  all  persons,  a  posture  that  strives  for  hu- 
man solidarity  and  one  that  leads  carers  to 
teach  bonding  to  those  who  attempt  to  dis- 
tance themselves  from  meaningful  human 
interactions.  This  statement  contains  many 
key  concepts  of  gentle  teaching.  I  would  like 
to  linger  on  some  of  these  concepts  and  to 
invite  all  of  us  to  reflect  on  them  in  relation 
to  our  work  practice. 
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Gentle  teaching  - 
valuing  people  for 
who  they  are. 


What  is  it  about? 

Gentle  teaching  claims  to  be  about  a  'mutual 
change  process'.  If  it  is  indeed  about  mutual 
liberation  and  humanisation,  we  are  talking 
about  radical  shifts  in  attitude.  This  has  im- 
plications for  our  interpersonal  relations, 
our  attitudes  to  punishment  and  reward, 
and  our  willingness  to  examine  our  value 
system  openly  and  honestly.  It  also  has  im- 
plications for  communication:  is  our  com- 
munication absolutely  real,  whether  it 
is  spoken,  signed,  tactile,  or  any  other  method? 

Gentle  teaching  is  about  many  things  but, 
most  of  all,  it  is  about  being  human  together. 
I  will  outline  what  I  see  as  some  of  the  broad 
principles  of  gentle  teaching. 

Gentle  teaching  is  about  behaviour  from 
an  interactional  point  of  view.  We  need  to 
remember  that  challenging  behaviour  is 
functionally  adaptive  behaviour.  I  myself 
may  become  rude  and  aggressive  when  I  am 
feeling  stressed  by  the  amount  of  work  I 
have  to  do  and  when  I  feel  that  the  environ- 
ment is  too  busy.  So  instead  of  simply  say- 
ing: "Would  you  mind  speaking  more  qui- 
etly, please?  I  am  really  busy  today"  I  huff 
and  I  puff  and  stamp  around  the  office.  It 
certainly  gets  people's  attention  and  they 
quickly  realise  that  I  am  in  no  mood  to  be 
tampered  with.  It  is  functionally  adaptive. 
Therefore,  when  somebody  challenges  us 
with  their  behaviour,  we  need  to  try  to  dis- 
tinguish between  the  person  and  the  behav- 
iour. We  certainly  do  not  ignore  the  person, 
but  we  may  ignore  and  redirect  the  behav- 
iour. 


Gentle  teaching  is  about  meaningful  in- 
teraction and  dialogue  that  lead  to  mu- 
tual liberation.  Within  gentle  teaching, 
there  is  an  emphasis  on  teaching  the  value 
of  human  presence.  One  way  of  doing 
this  could  be  by  considering  the  quality  of 
our  touch.  We  ask  ourselves:  'Is  the  way 
I  touch  this  person  purely  functional? 
Does  it  merely  serve  to  indicate  an  object, 
a  person,  a  task,  my  wishes?  Or  is  it  more 
than  that?  Do  I  communicate  caring  and 
valuing  through  my  touch?  Am  I  teach- 
ing the  other  person  the  value  of  this?' 

Gentle  teaching  is  about  values:  how  we 
value  each  other;  it  also  emphasises  the 
need  for  constant  re-evaluation  of  our 
posture.  It  is  one  thing  to  say  that  you 
espouse  the  philosophy.  But  when  some- 
body is  biting  you,  head  butting  and  gen- 
erally rejecting  you  do  your  values  stand 
the  test?  If  not,  do  you  stop  to  ask  yourself 
why  not  and  what  you  are  going  to  do 
about  it?  An  example  is  given  of  Shaun 
who  was  a  very  devalued  person.  He 
spent  most  of  his  time  locked  up  in  a 
room.  His  challenging  behaviour  involves 
injury  to  himself  and  to  others.  It  was 
only  after  staff  started  to  analyse  them- 
selves and  their  values  and  to  attempt 
meaningful  dialogue  that  Shaun's  behav- 
iour began  to  reflect  participation. 

Gentle  teaching  is  an  attitude  to  punish- 
ment and  reward.  Human  reward  is  em- 
phasised over  materialistic  reward.  Once 
human  reward  is  learnt  and  experienced 
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we  be^in  to  move  closer  to  a  sense  of 
community  than  ever.  This  rings  bells  in 
the  era  of  Community  Care .  Punishment  is 
rejected  as  a  way  to  shape  behaviour.  Pun- 
ishment is  controlling.  It  can  be  true  that 
punishment  mav  sometimes  be  easier  to 
use  than  reward.  This  can  range  from 
^sithdra^ving  small  privileges  to  mechani- 
cal restraint.  Think  about  how  often  we 
offer  clients  the  same  possibilities  for  re- 
ward as  we  offer  ourselves.  After  a  hard 
dav,  I  reward  myself  "with  a  Talisker 
whisky,  a  long  steaming  bath,  a  good 
book,  an  expensive  meal  out.  Do  we  make 
the  same  rewards  (and  there  are  many 
other  possibilities)  accessible  to  the  people 
we  work  with?  What  does  Shaun  do  when 
he  has  had  a  bad  day?  Looking  at  all  of  this 
from  the  opposite  angle;  do  we  feel  a  need 
to  have  some  form  of  restraint  available 
when  the  going  gets  rough  (ie  for  us)?  Do 
we  consider  it  necessary  to  have  some 
backup  svstem  in  cases  of  necessity  eg. 
restraint  and  control  techniques,  breaka- 
wav  techniques,  softroom,  drugs? 

Gentle  teaching  is  about  protection  -  of 
oneself,  of  the  other  person,  and  of  the 
environment.  How  do  we  protect?  Do  we 
restrain  someone  phvsically  because  s/ 
he  is  hitting  her/his  head  off  the  door  or 
do  we  think  of  where  our  interactions 
take  place,  our  position  in  the  environ- 
ment, the  positioning  of  furniture  in  rela- 
tion to  the  client...? 


•  Gentle  teaching  is  about  interdependence 
as  opposed  to  independence.  Independ- 
ence, in  the  language  of  gentle  teaching, 
features  apartness,  individualism,  and  is 
cold  and  sterile,  coming  from  a  'culture  of 
death'.  Interdependence  is  about  people 
going  on  a  journey  together.  It  does  not 
imply  constantly  hovering  over  someone 
and  directing  them  in  their  decisions.  It 
means  giving  of  ourselves  and  allowing 
the  other  person  the  same  privilege  within 
a  relationship  that  thrives  on  a  real  sense 
of  community  -  where  there  is  nobody 
controlling  anybody  else,  but  where  each 
individual  is  valued  for  who  s/he  is. 

•  Gentle  teaching  makes  use  of  various  strat- 
egies. It  uses  the  approach  of  ignoring  the 
behaviour  (not  the  person),  re-direction, 
and  reward.  It  supports  teaching  meth- 
ods such  as  errorless  learning.  It  fades  the 
intervention  so  that  the  client  becomes 
less  dependent  on  it.  It  is  not  mere  rheto- 
ric. It  is  a  way  of  life. 

I  feel  that  within  Sense  Scotland  we  have 
some  excellent  examples  that  would  indi- 
cate that  we  very  much  favour  this  approach 
as  a  value  svstem.  I  also  feel  that  we  con- 
stantly need  to  re-appraise  our  situation  and 
our  practice.  Therefore  I  have  written  this 
resume  with  some  thoughts  for  considera- 
tion. I  would  welcome  any  of  your  thoughts 
or  comments  which  might  contribute  to  a 
deepening  of  our  understanding  and  an 
enrichening  of  our  approach. 


1  McGee  John  J.,  Menolascino  Frank  J.,  Hobbs  Daniel  C,  Menousek  Paul  E.  (1987) 
Gentle  Teaching.  A  Non-Aversive  Approach  to  Helping  Persons  with  Mental  Retardation. 
Human  Sciences  Press,  Inc.,  pi  1 . 

2  McGee  John  J.,  Menolascino  Frank  J.  (1991)  Beyond  Gentle  Teaching.  Plenum  Press, 
pp  118-120. 
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The  continuing  education  provision  offered  by  Overbridge  in 
Pollokshields,  Glasgow,  is  being  expanded  to  offer  more  places  and 
opportunities  to  young  deafblind  adults.  In  this  article,  Megan 
Wilson,  Principal  Officer  at  Overbridge,  introduces  the  current 
provision  to  those  not  familiar  with  its  services,  and  also  outlines 
Overbridge' s  plans  for  the  future. 


Overbridge  Continuing  Education 
Centre 

Overbridge  is  a  large  Victorian  house  in 
leafy  surroundings  south  of  the  River  Clyde, 
a  mile  and  a  half  from  the  centre  of  Glasgow. 
The  house  has  been  modified  and  extended 
to  offer  two  six  place  self-contained  flats  and 
a  range  of  additional  training  accommoda- 
tion, including  a  small  gym,  an  art  room,  a 
communication  training  room,  a  well 
equipped  aromatherapy  room  and  a  class- 
room. We  have  also  recently  installed  a  range 
of  interactive  sensory  stimulation  equip- 
ment. Most  students  have  a  single  bedroom 
which  is  equipped  for  their  personal  devel- 
opment needs  and  have  the  use  of  a  living 
room  and  kitchen. 

Overbridge  students 

Overbridge  caters  for  a  wide  range  of  needs 
and  abilities.  Our  students  have  a  dual  sen- 
sory impairment  with  varying  degrees  of 
loss  of  hearing  and  vision.  This  may  range 
from  a  total  absence  of  either  sense,  to  a 
reasonable  level  of  functioning  of  one  sense 
or  the  other.  Students  may  have  additional 
disabilities  and  needs,  and  may  display  very 
challenging  behaviour.  Overbridge  staff  see 
communication  as  fundamental  to  minimis- 
ing challenging  behaviour  and  make  every 
effort  to  build  up  a  method  of  communica- 
tion which  is  suitable  for  each  individual. 
This  is  seen  as  the  foundation  for  all  other 
aspects  of  our  work  here. 

Providing  care 

Each  student  has  a  key  tutor.  This  is  the 
person  who  takes  a  particularly  strong  inter- 


est in  the  student's  needs  and  abilities  and 
who  looks  after  a  student's  room  and  their 
personal  requirements  such  as  buying  new 
clothes.  The  key  tutor  is  the  first  point  of 
contact  with  the  family,  calling  or  writing  as 
often  as  required. 

Overbridge  has  to  cater  for  a  wide  range 
of  health  needs,  and  has  established  a  com- 
prehensive medical  support  network.  In 
addition  to  excellent  GP  services,  we  have 
ready  access  to  vision  and  hearing  special- 
ists, a  clinical  pharmacologist  and  clinical 
psychologists.  A  diabetologist  and  dental 
hygienist  offer  a  regular  service. 

Training  programmes 

We  are  ambitious  for  our  students.  We  want 
to  equip  them  to  be  part  of  their  local  com- 
munity, enjoying  as  far  as  possible,  the  same 
opportunities,  experiences  and  obligations 
as  their  able-bodied  neighbours,  and  to  have 
control  over  their  own  lives. 

All  students  have  individual  pro- 
grammes, designed  according  to  their  needs, 
abilities  and  preferences  (when  they  are  able 
to  express  them).  Students'  programmes 
cover  a  range  of  areas  including: 

•  Communication 

•  Self  help  and  independence  skills 

•  Building  relationships 

•  Vision  and  hearing 

•  Mobility 

•  Use  of  leisure  time 

•  Art 

•  Massage  and  aromatherapy 


Communication 
is  fundamental, 
finding  a 
method  of 
communication 
which  is  suitable 
for  each 
individual 
underpins  the 
work  at 
Overbridge. 
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Overbridge  is 
committed  to 
developing 
independence  skills 
in  its  students. 


Where  appropriate,  preparation  for  some 
form  of  employment  is  also  included  in  a 
student's  programme. 

The  different  elements  of  the  programmes 
are  delivered  by  the  teams  of  staff  working 
in  the  flats,  and  the  team  of  support  staff 
who  work  in  particular  specialist  areas.  These 
include  community  education,  communica- 
tion, art  and  movement.  Programmes  are 
formulated  bv  all  staff  involved  with  each 
student,  and  aim  to  offer  a  varied  range  of 
opportunity  to  stimulate  interest  in  explor- 
ing new  activities  and  consolidating  exist- 
ing  skills.  Reviews  take  place  every  six 
months. 


New  developments 

Sense  Scotland  will  be  adding  to  the  current 
provision  outlined  above,  resulting  in  a  total 


ment  for  those  students  who  are  not  yet  able 
to  deal  with  ordinary  community  life.  At  the 
same  time  it  will  be  situated  so  that  it  pro- 
vides ready  access  to  many  community  fa- 
cilities for  individuals  who  are  at  the  stage  of 
exploring  the  wider  environment. 

This  centre  will  add  to  the  facilities  cur- 
rently available  to  our  students.  We  will,  of 
course,  continue  to  enable  students  to  take 
part  in  a  wide  range  of  activities  in  the 
locality;  horse  riding,  swimming,  ice  skating 
and  college,  to  name  but  a  few. 

Your  questions  answered 

•    Can  students  focus  on  their  own  special 
interests  and  skills? 

We  do  our  best  to  tailor  training  to  the 
individual  needs  and  preferences  of  the  stu- 
dent, but  we  are  committed  to  developing 


of  twenty  places  being  offered  across  four 
living  units,  all  based  in  Glasgow.  Two  of 
these  units  will  be  the  existing  ones  on  the 
Overbridge  site,  which  we  are  planning  to 
reduce  in  size  to  five  places  each.  Two  addi- 
tional dwellings  will  open  in  1994,  the  first  in 
Coatbridge,  and  the  second  in  Pollokshields, 
close  to  Overbridge.  Each  of  these  will  also 
cater  for  five  students.  The  services  available 
to  all  students  will  be  similar,  based  on  indi- 
vidual need,  and  the  new  houses  have  the 
advantage  of  being  wheelchair  accessible. 

Resource  centre 

This  centre  is  planned  to  open  late  1993.  It 
will  offer  a  protected,  yet  varied  environ- 


independence  skills  in  all  our  students.  For 
example,  communication  must  be  given  pri- 
ority, as  must  self-help  and  domestic  skills. 
But  there  will  be  plenty  of  opportunities  for 
leisure  activities  such  as  tandem  riding, 
swimming,  art  work  or  just  relaxing. 

•    What  is  your  approach  to  communica- 
tion? 

We  are  developing  a  total  communication 
environment.  Approaches  vary  to  meet 
needs  and  abilities  of  different  students  and 
may  include  British  Sign  Language  based 
signs  combined  with  speech  and/or  hand- 
over-hand signing. 
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•  What  is  done  to  provide  students  with 
their  own  personal  space? 

Each  student  is  encouraged  to  set  their  own 
room  out  as  they  like  it.  If  they  wish,  they  can 
provide  their  own  furniture  and  decorate  their 
room  to  their  own  taste.  Wherever  possible  staff 
only  enter  at  the  student's  invitation. 

•  Do  students  use  community  facilities? 

Community  facilities  are  used  in  all  stu- 
dents' programmes  as  the  needs  of  the  stu- 
dent dictate.  Such  community  facilities  could 
include  local  or  centre  of  town  shops,  public 
transport,  leisure  facilities  -  swimming  pools, 
local  colleges  of  Further  Education  etc.  With 
regard  to  the  latter  we  have  a  special  needs 
teacher  specifically  for  our  students  who  is  a 
member  of  staff  at  Cardonald  College. 

•  Are  students  encouraged  to  keep  pets? 

We  like  the  idea  but  owing  to  restricted 
space  the  possibilities  are  limited .  At  present 
one  flat  has  a  goldfish,  and  the  other  a  rabbit. 
Students  are  actively  involved  in  their  care. 

•  What  kinds  of  holidays  do  the  students 
get? 

We  aim  to  provide  all  the  students  with  at  least 
one  holiday  or  a  series  of  days  away  in  the 
summer.  But  there  may  be  other  opportuni- 
ties. Some  of  our  students  have  been  to  Spain 
and  Greece  with  Mobility  International.  Staff/ 
student  exchanges  can  take  place  with  other 
centres,  and  students  often  go  away  for  short 
breaks  with  their  key  tutors. 


•  How  often  can  my  son/daughter  come 
home? 

Students  who  live  nearby  tend  to  go  home 
every  third  weekend,  but  this  pattern  can  be 
varied  to  suit  family  preferences.  Students  liv- 
ing at  a  distance  tend  to  go  home  two  or  three 
times  a  year,  but  this  is  not  a  requirement. 

•  How  often  can  I/my  family  visit? 

Any  time.  We  are  always  pleased  to  see 
family  members,  evenings  and  weekends 
allow  us  a  little  more  time  to  be  hospitable. 

•  How  are  families  involved? 

Family  members  are  invited  to  attend  two 
case  conferences  a  year.  Apart  from  this, 
contact  tends  to  be  informal.  We  do  encour- 
age families  to  be  involved  as  much  as  they 
want,  and  we  do  aim  to  keep  them  fully 
informed. 

•  How  long  can  a  student  stay  in  Sense 
provision? 

As  long  as  all  concerned  feel  that  a  student  is 
benefiting  from  our  services,  and  funding  is 
available,  whether  from  the  Local  Author- 
ity, Health  Board  or  other  sources  a  student 
may  stay.  Sense  aims  to  offer  appropriate 
provision  throughout  an  individual's  life 
and  does  not  limit  a  student's  stay  to  a 
particular  length  of  time. 
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There  are  plenty  of 
opportunities  for 
leisure  activities. 
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Working  at  Overbri 


Dawn  Scott,  a  member  of  the  Glasgow  Jesuit  Volunteer  Community, 

tells  of  her  volunteer  placement  in  Overbridge. 


David,  Larraine,  Philip  and  myself  live  to- 
gether in  Drumchapel,  a  large,  1960's  over- 
spill housing  scheme.  We  live  together  sim- 
ply, sharing  our  lives  spiritually,  inspired 
with  a  mutual  desire  for  social  justice.  Our 
work  placements  are  in  many  ways  the  rea- 
son for  us  being  together  in  Glasgow. 

I  -work  at  Overbridge,  in  Pollockshields, 
one  hour's  travel  across  the  city  centre.  This 
continuing  education  centre  houses  twelve 
adults  in  their  twenties.  Each  of  the  students 
is  affected  b  v  congenital  impairments  of  both 
sight  and  hearing.  Eleven  of  the  twelve  have 
been  affected  by  the  rubella  syndrome  which 
affect  not  only  hearing  and  sight  but  also 
mental  ability.  Overbridge  aims  to  develop 
the  student's  independence  and  freedom  of 
choice. 

Striking  a  balance 

Self-reliance  at  Overbridge  starts  at  many 
levels  with  each  student  being  accepted  at 
his  or  her  own  stage  of  development.  For 
example  while  one  student  works  on  the 
basic  skill  of  dressing  himself  another  learns 
relatively  advanced  tasks  related  to  hygiene 
and  cooking  meals.  The  more  fortunate  stu- 
dents were  educated  at  special  needs  schools 
before  coming  to  Overbridge,  but  others 
came  from  psychiatric  hospitals.  Their  abili- 
ties and  understanding  of  the  world  around 
varv  enormously.  With  all  the  advances  in 
modern  science  we  still  cannot  understand 
or  explain  a  person's  inner  world.  The  staff 
have  to  make  their  own  judgements  as  to 
what  will  make  the  students  happy  and 
contented.  We  have  the  difficult  task  of  try- 


ing to  balance  respect  for  each  student's 
individualitv  -with  the  preservation  of  their 
dignitv  in  public.  It  is  often  difficult  to  get 
across  social  conventions  such  as  not  taking 
your  shoes  off  and  sprawling  over  the  seats 
in  a  theatre  or  eating  with  your  hands  in  a 
cafe  (except  in  Macdonalds  of  course!). 

Communication 

Communication  is  the  greatest  problem  stu- 
dents and  staff  face.  None  of  our  students 
are  able  to  speak  and  only  a  f  ew  have  a  basic 
sign  language  with  which  to  express  re- 
quirements, emotions  or  opinions.  Misun- 
derstandings occur,  causing  confusion  and 
frustration  to  the  students  which  often  re- 
sult in  what  is  euphemistically  called  'chal- 
lenging' behaviour.  Frequently  we  need  to 
replace  habits  of  destructive  self  abuse  such 
as  biting,  head  banging  and  stomach  punch- 
ing bv  something  less  personally  harmful. 
One  recent  success  was  encouraging  a  stu- 
dent to  tear  his  T-shirt  to  shreds  rather  than 
head-banging  the  walls. 

Mv  own  work  with  the  students  involves 
music  and  leisure  time  activities.  Three  of 
the  students  use  their  hearing  well;  they 
enjov  and  respond  very  positively  to  music. 
Music  is  a  way  into  forming  a  friendship 
with  one  student  who  is  by  nature  very 
introverted.  She  will  normally  sing  alone; 
her  repertoire  of  'Annie's  Song'  and  'Part 
Time  Lover7  coming  with  her  own  excellent 
rhythmic  backing.  A  big  step  forward  in  our 
relationship  was  when  we  began  to  sing  and 
harmonize  together. 

One  group  activity  which  seeks  to  en- 


1 4  ■  Talking  Sense  ■  Autumn  1 993 


^r 


FEATURES 


courage  the  students  self  expression  involves 
having  a  room  with  a  semi-circle  of  percus- 
sion instruments  on  the  floor.  Communica- 
tion begins  with  the  students;  I  echo  their 
noises,  vocal,  instrumental  or  by  whatever 
means.  Two  of  the  students  now  under- 
stand the  concept  that  control  is  theirs.  We 
use  the  percussion  instruments  to  under- 
stand language  -  banging  out  'yes-no'  'fast- 
slow',  'loud-quiet',  'start-finish'. 

The  amazing  Snoezelen  (a  Scandinavian 
concept)  is  a  multi-sensory  experience  of 
relaxation  and  stimulation.  These  popular 
sessions  happen  regularly  with  extra  help 
from  local  sixth  form  pupils.  The  perfume  of 
aromatic  oils  fills  the  room,  light  comes  from 
tubes  of  fluorescent  bubbles,  music  is  played, 
massage  is  offered  and  even  herbal  tea  is 
available.  When  we  set  it  up  in  the  gym  we 
have  the  added  sensation  of  special  vibra- 
tion pads  under  the  floorboards  which  are 


concert  hall,  newsagents  for  the  paper  or  just 
for  a  walk.  The  students,  like  any  adults 
have  a  desire  to  belong,  to  be  loved,  they 
have  a  need  for  privacy  and  a  confidence  to 
believe  in  themselves.  Sometimes  it  is  us 
who  work  with  the  students  who  can  create 
the  greatest  problems  of  deprivation,  often 
unknowingly;  perhaps  by  treating  the  stu- 
dents as  children  or  by  doing  things  for  them 
because  it  is  quicker  or  more  convenient. 

Care  in  the  community 

With  'Care  in  the  Community',  it  is  hoped 
that  group  homes  with  care  assistants  will 
be  opening  for  the  more  able  students  after 
their  six  year  spell  at  Overbridge.  We  are 
also  keen  that  the  less  able  students  are  not 
hospitalised  after  their  stay  leading  to  a  de- 
generating step  backwards.  They  will  al- 
ways need  help,  but  they  have  a  lot  to  offer 
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Dawn  (centre)  on 
the  running  track 
with  two  friends 
from  Overbirdge. 


connected  to  the  tape-deck  and  synthesiser. 
Both  students  and  staff  enjoy  the  Snoezelen. 
It  breaks  down  barriers  and  is  a  source  of 
encouragement  for  all,  even  the  less  able 
students. 

Guide  and  friend 

Three  students  come  with  me  to  a  running 
club  twice  a  week.  One  is  an  accomplished 
athlete,  the  other  two  feel  good  in  them- 
selves for  exercising.  Any  trip  out  of  the 
Centre  is  a  social  occasion  to  be  enjoyed. 

I  see  my  role  as  guide  and  friend  when  we 
go  out,  running,  swimming,  to  the  theatre, 


society.  There  is  a  freshness  about  the  stu- 
dents who  do  not  have  the  inhibitions  and 
social  masks  that  many  of  us  wear.  It  is 
through  my  work  at  Overbridge  that  I  have 
come  to  see  that  delicate  balance  between 
'helping'  and  'oppressing'  others. 

I  must  conclude  by  thanking  all  the  staff 
and  students  of  Overbridge  for  their  kind- 
ness and  generosity  of  love. 


This  article  first  appeared  in  'Jesuits  and 
Friends'. 
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Receptive  to 
change? 

Changes  in  the  education  system  are  having  far-reaching  effects  on  the  way  children 
with  disabilities  are  educated.  More  than  ever,  schools  -  including  special  schools  - 
are  having  to  respond  to  market  forces.  Olga  Miller,  Associate  Tutor  with  the  Royal 
National  Institute  for  the  Blind,  outlines  the  findings  of  a  study  she  has  conducted 
into  the  way  staff  in  a  particular  special  school  perceive  these  changes. 


During  the  last  twelve  years  Britain  has  seen 
massive  changes  in  its  education  system. 
The  optimism  following  the  1981  Act  has 
been  replaced  bv  a  current  sense  of  uncer- 
tainty. Because  of  the  continued  efforts  of 
lobbyists,  children  with  special  educational 
needs  are  high  on  the  political  agenda,  but  in 
practical  terms  those  of  us  working  in  lowr 
incidence  disability  areas  face  decreasing 
resources  and  an  increasing  emphasis  on 
competition. 

At  a  time  when  educationalists  in  Britain 
are  being  urged  to  be  more  responsive  to 
market  forces,  this  study  highlights  some  of 
the  factors  which  may  lead  residential  spe- 
cial schools  to  be  especially  keen  to  be 
proactive,  but  also  points  to  features  inher- 
ent in  the  system  which  will  make  this  a 
particularly  difficult  path  for  these  schools 
to  follow. 

When  I  began  this  study  in  1989  special 
schools  (particularly  residential  ones)  were 
in  the  throes  of  responding  to  a  more  pre- 
scriptive curriculum  and  an  increasing  di- 
versity of  needs  amongst  their  pupils.  In 
1993  questions  about  the  future  direction 
and  scope  of  specialist  provision  for  sensory 
impaired  children  seem  largely  to  remain 
unanswered.  In  June  1993  the  guest  editorial 


in  the  Journal  of  Visual  Impairment  and 
Blindness  summarised  some  of  the  concerns: 

"There  have  been  changes  in  response 
to  demographics  (rapid  increases  in 
students  with  multiple  handicaps), 
federal  legislation  which  stressed 
mainstreaming  and  more  recently  the 
drive  to  full  inclusion."  (DR  Geruschat) 

It  is  also  fair  to  add  that  the  traditional 
providers  of  special  schools  have  also  been 
re-evaluating  their  own  functions.  Yolun- 
tarv  as  well  as  statu  ton'  providers  have  been 
seeking  to  establish  priorities  in  considera- 
tion of  legislation,  a  changing  social  frame- 
work and  decreasing  resources.  In  the  tight 
of  these,  it  is  important  to  examine  both  the 
function  of  special  schools  and  the  outcome 
for  their  pupils  if  a  case  is  to  be  made  for  the 
survival  of  such  seemingly  expensive  provi- 
sion. 


The  study 


The  school  used  for  this  study  is  a  residential 
special  school  for  visually  impaired  pupils. 
It  was  founded  over  a  hundred  years  ago 
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and  is  maintained  by  a  local  authority.  It 
remains  one  of  the  only  three  maintained, 
residential  schools  for  visually  impaired 
pupils  that  exist  in  England  and  Wales,  and 
consequently  its  future  is  of  especial  inter- 
est. In  common  with  most  schools  dating 
back  to  the  nineteenth  century,  its  roots  are 
in  the  academic  achievements  of  its  blind 
pupils.  One  of  its  more  recent  functions  is  to 
act  as  a  local  outreach  service  to  visually 
impaired  children  in  its  maintaining  author- 
ity and  on  a  "bought  in"  basis  to  two  other 
authorities. 

Two  major  demographic  trends  have  in- 
fluenced the  school  in  the  last  twenty  years; 
the  first  was  the  admittance  of  partially 
sighted  students  to  this  blind  school  and  the 
second  more  major  feature  is  the  increased 
percentage  of  its  pupils  with  other  disabilities 
in  addition  to  their  visual  impairment.  Ad- 
equately addressing  this  spread  of  need  and 
functioning  can  be  seen  as  one  of  the  classic 
challenges  to  specialist  provision  for  children 
with  sensory  impairments  in  the  1990' s. 

Those  most  closely  involved  in  address- 
ing this  challenge  are  the  school  staff  and  so 
it  seemed  appropriate  to  use  their  percep- 
tions of  change  as  a  starting  point  in  a  search 
to  establish  models  of  change  and  develop- 
ment. Eight  members  of  staff  were  involved 
in  the  study  -  they  were  the  longest  serving 
representatives  from:  teaching  staff,  child 
care  workers  and  classroom  assistants.  Staff 
were  interviewed  and  asked  to  reflect  on 
changes  in  the  school  which  they  felt  were 
significant.  Their  responses  were  recorded 
on  tape,  transcribed  and  analysed. 


Findings 


There  were  nine  themes  which  emerged  from 
the  interview  material  (in  rank  order): 

1  Internal  Factors 

2  External  Factors 

3  Visual  impairment  and  other  needs 

4  Curriculum  issues 

5  Staffing 

6  Training 

7  Size  and  formation  of  teaching  groups 

8  Residential  Features 

9  Inspection 

The  first  theme  was  concerned  with  changes 
staff  had  noticed  in  the  organisation  and 


management  of  the  school.  There  was  a  gen- 
eral feeling  expressed  that  there  were  no 
longer  clear  criteria  for  accepting  children 
into  the  school  and  that  assessment  proce- 
dures could  be  more  effectively  used  in  this 
process.  Staff  were  particularly  keen  to  iden- 
tify the  future  role  of  the  school.  External 
factors  were  also  discussed  in  relation  to  the 
future.  This  was  a  time  of  transition  for  the 
school  from  one  maintaining  authority  to 
another  and  so  staff  were  particularly  inter- 
ested in  developing  relations  with  other  serv- 
ice providers  and  felt  the  need  for  the  school 
to  become  more  competitive.  The  changing 
needs  of  the  children  meant  that  in  addition 
to  all  degrees  of  visual  impairment  many  of 
the  children  attending  the  school  have  other 
needs.  A  useful  definition  is  offered  by  G.  A. 
de  Jong  (1981): 

"The  first  criterion  of  multiple  handicap 
is,  that  there  must  be  at  least  two 
defects,  each  of  which  should  lead  to  a 
handicapped  existence  by  itself. " 

Under  this  definition  the  school  has  around 
50%  of  its  students  with  multiple  handicaps. 
Disabilities  include: 

Physical  disability 

Epilepsy 

Hearing  impairment 

Speech  and  language  difficulty 

Learning  disabilities 

Challenging  behaviours. 

Staff  were  therefore  particularly  concerned 
with  the  need  to  establish  appropriate  teach- 
ing methodology.  At  the  same  time  they 
were  worried  that  the  balance  between  the 
focus  on  visual  impairment  and  addressing 
more  complex  needs.  Additionally  there 
were  the  needs  of  children  in  integrated 
provision  to  be  considered  and  thought  had 
to  be  given  to  the  role  of  a  special  school  in 
supporting  them.  Another  aspect  was  the 
transitional  curriculum.  One  member  of  staff 
commented: 

"Within  schools  there  hasn't  been 
enough  attention  paid  to  the 
transitional  curriculum.  Also  there  has 
not  been  the  recognition  that  schools 
must  identify  the  services  that  pupils 
move  on  to.  No-one  else  will  take  on 
that  role. " 
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Staff  need  to  be 
prepared  for  their 
changing  role  as 
children  with  multi- 
sensory  impairment 
are  accepted  into 
schools. 


How  staff  could  be  prepared  for  their  chang- 
ing roles  was  also  mentioned: 

"The  big  change  for  me  was  having  to 
work  with  another  adult  in  the  room. 
Now  I  have  to  work  with  four  adults  in 
the  room. " 

"The  recruitment  of  our  new  staff 
should  reflect  the  needs  of  the  children, 
which  may  be  those  of  multi-handicap. " 

Again  staff  felt  it  would  be  especially  chal- 
lenging to  maintain  a  staffing  balance  be- 
tween subject  specialisms  and  specific  staff 
employed  to  work  on  programmes  for  multi- 
handicapped  children.  Following  these  staff- 
ing issues  were  the  changes  in  training: 

"As  part  of  the  management  team,  the 
aching  need  one  picks  up  is;  how  people 
who  are  new  to  this  work  can  learn 
what  they  need  on  the  job...  it  just 
seems  impossible. " 

A  variety  of  options  were  explored  ranging 
from  alternative  types  of  training  to  new 
relationships  between  training  institutions 
and  special  schools.  The  changes  noted  in 
class  sizes  and  groupings  indicated  why 
training  needs  had  changed: 

"The  class  size  for  a  Junior  class  was  10- 
12.  The  same  was  true  of  the  Senior 
class.  They  literally  sat  in  rows  and  read 
braille  ..." 


"Now  there  are  three 
support  groups  for  children 
with  additional  difficulties 
and  half  of  the  current  fifth 
year  group  have  moderate 
learning  difficulties. " 

Several  staff  members  reflected 
on  how  groups  could  be  organ- 
ised more  effectively.  Some  staff 
favoured  integrating  multi- 
handicapped  children  through- 
out the  school,  whilst  others  felt 
specific  staff  were  needed  to  work  with  those 
with  more  complex  needs  and  this  could 
only  be  achieved  if  children  were  grouped 
accordingly. 

Staff  also  recognised  dilemmas  relating 
to  their  residential  work: 

"There  are  some  parents  for  whom  it  is 
the  saving  grace  that  the  child  is  away 
from  Monday  to  Friday.  It  means  that 
they  can  cope  at  the  weekends..." 

"I  wouldn't  want  to  go  back  to  seven 
day  boarding,  because  it  would  be  the 
same  children  who  would  always  stay 
and  who  would  never  have  a  home  life 
and  for  whom  going  home  in  the 
holidays  would  be  an  absolute 
nightmare. " 

"Hostel  or  fostering  might  be  better 
options  than  boarding  at  school  for 
seven  nights." 

As  with  the  school  overall,  the  criteria  for 
offering  residential  placements  became  an 
area  for  much  deliberation.  The  change  to 
the  twenty  four  hour  curriculum  held  par- 
ticular challenges  for  the  care  staff  who  re- 
flected back  to  earlier  times  when  children 
had  more  significant  self-care  skills. 

The  final  theme  heralded  the  increasing 
importance  of  school  image  and  com- 
munication with  the  current  maintaining 
authority. 
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Summary 

and 

reflections 


At  a  time  when  educationalists  in  Britain  are 
being  urged  to  be  more  responsive  to  mar- 
ket forces,  this  study  highlights  some  of  the 
factors  which  may  lead  residential  special 
schools  to  be  especially  keen  to  be  proactive 
but  the  study  also  points  to  features  inherent 
in  the  system,  which  will  make  this  a  par- 
ticularly difficult  path  for  these  schools  to 
follow. 

Historical  considerations  are  important 
when  examining  small  institutions.  Unlike 
some  other  forms  of  specialist  residential 
provision,  significant  change  in  schools  for 
visually  impaired  children  has  evolved 
slowly;  staff  turnover  is  minimal  and  chil- 
dren remain  at  the  school  for  long  periods  of 
time.  In  common  with  the  private  school 
system  there  is  a  reliance  on  and  respect  for 
tradition.  Staff  were,  however,  very  much 
aware  of  the  pressures  on  the  school  from 
local  education  authorities  (LEAs).  The  pres- 
sure came  in  several  forms: 

a)  Recent,  rapid  turnover  of  staff  in  LEAs 
has  meant  less  understanding  by  the  pur- 
chasers of  what  providers  such  as  the 
residential  school  can  offer; 

b)  Threats  to  traditional  purchasers  and  pro- 
viders (LEAs)  from  central  government 
means  schools  must  become  more  flex- 
ible in  responding  to  newer  purchasing 
systems. 

But  on  the  other  hand: 

a)  Demographic  change  in  school 
populations  has  meant  residential  schools 
for  visually  impaired  pupils  are  less  clear 
about  what  they  are  providing  and  for 
whom; 


b)  Traditional  categorisation  of  schools  as- 
sumes a  corollary  pupil  group; 

c)  As  result  of  new  legislation  the  relation- 
ship between  local  and  regional  service 
purchasers  and  providers  will  become 
less  clear. 

The  study  also  highlights  issues  in  staffing, 
curriculum  and  development  which  relate 
to  balance.  Schools  seeking  to  respond  to  the 
diversity  of  visual  impairments  among  pu- 
pils are  constrained  by  the  need  to  employ 
subject  specialists  and  at  the  same  time  re- 
source an  increasing  number  of  medical  and 
ancillary  staff. 

However: 

For  those  schools  wishing  to  specialize  in 
meeting  the  needs  of  children  with  multi- 
disabilities  there  are  also  questions  of  bal- 
ance between  the  generic  needs  of  pro- 
foundly disabled  children  and  the  school 
designation  of  visual  impairment. 

Currently  we  do  not  have  any  significant 
data  on  the  effect  of  integration  on  specialist 
provision  in  residential  schools.  However, 
we  do  know  that  it  has  become  more  diffi- 
cult to  quantify  the  increasingly  complex 
needs  of  pupils  in  special  schools  in  terms  of 
specific  disability  designations. 

In  order  to  avoid  further  confusion  by 
schools,  staff,  parents  purchasers  and  pro- 
viders, it  may  now  be  time  to  take  stock  of 
current  provision  and  to  turn  attention  to 
placing  emphasis  on  the  multi-disciplinary 
assessment  of  children's  needs  to  enable 
them  to  be  more  flexibly  met  in  multi-fac- 
eted forms  of  provision.  Residential  provi- 
sion is  likely  to  remain  an  important  option 
for  some  children  but  criteria  for  its  use  need 
to  be  more  specifically  established. 

Until  we  find  systems  which  match  the 
needs  of  the  children,  we  will  continue  to 
have  expensive  provision  targeted  towards 
disability  designated  groups  which  no  longer 
can  be  clearly  identified  -  and  for  the  imme- 
diate future  we  will  risk  losing  provision  as 
purchasers  establish  their  own  priorities. 
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The  learning 
environment 


The  first  Network  Day,  in  1991,  involved  some  thirty  teachers  meeting  to  discuss 
ways  of  liaising  and  sharing  ideas.  The  second  Network  Day  attracted  forty  five 
teachers  to  a  day  conference  on  'Delivering  Professional  Development'.  The  third 
Network  Day  -  'The  Learning  Environment'  -  was  held  at  the  University  of  Birmingham 
School  of  Education  on  June  28  1993,  with  over  seventy  delegates  in  attendance. 


The  Learning  Environment'  is  a  broad  topic, 
comprising  the  physical,  social  and  educa- 
tional factors  affecting  a  child's  learning. 
The  plenary  speaker  was  Marleen  Janssen 
from  the  Rafael  School  at  the  Instituut  voor 
Doven,  Sint  Michielsgestel  in  the  Nether- 
lands. Her  fascinating  account  of  the  learn- 
ing environment  at  Rafael  was  followed  in 
the  afternoon  by  a  series  of  workshops,  with 
speakers  explaining  various  aspects  of  their 
practice  with  multi-sensory  impaired  chil- 
dren educated  in  a  range  of  settings. 


Marleen  Janssen:  The  learning 
environment  at  the  Rafael  School 

Marleen's  talk  was  entitled  'Educational  and 
social  factors  as  a  basis  for  a  new  physical 
environment'.  A  new  school  building  has 
recently  been  completed  at  the  Instituut  voor 
Doven,  and  new  buildings  for  the  youngest 
multi-sensory  impaired  children  allow  them 
to  experience  an  integrated  programme, 
rather  than  moving  between  separate  'class- 
room' and  'residential'  settings.  The  new 
building  has  enabled  the  principle  that  physi- 
cal environments  should  support  the  attain- 
ment of  educational  goals  to  be  put  into 
practice. 

Theoretical  principles: 

Three  theoretical  principles  underpin  the 
educational  programmeat  the  Rafael  School: 

l  The  sensory  deprivation  caused  by  multi- 
sensory  impairment  has  far-reaching  ef- 
fects on  a  child's  interaction  with  the  so- 
cial environment.  The  lack  of  stimulation 


may  lead  the  child  to  compensate  by  self- 
stimulatory  behaviours. 

2  Sensitive  and  responsive  reactions  be- 
tween child  and  carer  lead  to  a  securely 
attached  relationship,  which  helps  learn- 
ing. With  a  child  with  multi-sensory  im- 
pairment, child  and  carer  may  fail  to  'read' 
each  other's  signals,  which  in  turn  may 
create  feelings  of  dependence  and  help- 
lessness in  the  child. 

3  Social  learning  theory  emphasises  the  in- 
fluence of  the  environment  on  develop- 
ment and  behaviour.  For  a  multi-sensory 
impaired  child,  learning  through  instruc- 
tion or  imitation  may  be  difficult,  and 
cause-and-effect  relationships  may  be 
hard  to  perceive.  Learning  experiences 
are  not  associated  with  one  another,  and 
so  generalization  of  learning  is  not 
achieved.  New  behaviours  have  to  be 
learned  coactively,  in  intense,  individual 
relationships. 

Aims  of  work  with  multi-sensory  impaired 
children: 

Marleen  described  how  the  school  environ- 
ment can  create  appropriate  conditions  for 
the  development  of  communicative  skills 
and  independence.  She  described  ways  of 
meeting  three  needs: 

1  The  need  to  structure  and  expand  the 
living  environment. 

2  The  need  to  develop  attachment  relation- 
ships and  competence. 

3  The  need  to  develop  anticipation  and 
generalization  skills. 
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Structuring  and  expanding  the  living  envi- 
ronment: 

Carers  need  to  make  the  environment  acces- 
sible to  a  multi-sensory  impaired  child,  by 
constructing  images  of  objects  and  people, 
and  developing  interactions  and  associa- 
tions between  them.  Ways  of  achieving  this 
may  include  using  predictable  daily  rou- 
tines, working  in  an  integrated  school-liv- 
ing setting,  acting  together,  announcing 
events  in  advance  and  signalling  their  end- 
ing, and  using  object  or  symbol  calendars 
and  communication  cupboards. 

Once  routines  have  been  established, 
carers  need  to  help  the  child  expand  the  living 
environment  by  facing  new  challenges.  At 
this  stage  the  child  may  travel  independently 
along  short,  surveyable  routes,  integrate  new 
and  old  experiences  and  connect  experiences 
from  different  curriculum  areas. 

Developing  attachment  and  competence: 

Attachment  may  be  promoted  by  using  par- 
ticular objects  and  movements  to  'character- 
ise' or  identify  carers,  and  by  acting  together 
during  the  daily  programme.  Parents  are 
involved  in  the  programme.  Feelings  of  com- 
petence are  essential  if  the  child  is  to  be  as 
independent  as  possible.  These  may  be  en- 
couraged by  using  small  learning  steps,  to 
help  the  child  achieve  success  and  eventual 
independence;  by  carers  deliberately  draw- 
ing back  to  avoid  over-dependence;  by  pro- 
viding self-rewarding  toys  and  simple  tasks 
for  self-occupation  without  apparent  super- 
vision, and  by  providing  opportunities  for 
social  contact  with  peers. 

Developing  anticipation  and  generaliza- 
tion skills: 

Carers  can  help  children  to  anticipate  by 
building  opportunities  to  do  so  into  routine 
activities,  and  later  by  more  formal  commu- 
nication. Children  can  be  helped  to  develop 
generalization  skills  by  practising  social  skills 
in  natural  settings,  by  learning  carefully  se- 
lected simplified  skills,  by  performing  these 
skills  in  various  natural  settings,  and  by 
being  given  opportunities  for  practical  train- 
ing in  domestic  tasks. 

The  new  school  building: 

Marleen  outlined  some  of  the  features  of  the 
new  building:  controllable  lighting,  a  uni- 
form system  of  marker  points  such  as  mom 
symbols  and  changes  in  floor  texture,  and  a 
simple  overall  structure. 

Throughout  her  talk,  she  showed  a  series 
of  video  clips  illustrating  the  points  made. 


These  enabled  delegates  to  see  both  the  new 
building,  and  aspects  of  the  educational 
programme  in  practice.  The  account  gave 
an  excellent  overview  of  work  at  the  Rafael 
School,  and  created  an  enormous  amount  of 
interest. 

Regional  Network  Meetings  and  Work- 
shops: 

An  extended  lunch  time  offered  delegates 
the  chance  to  meet  with  others  from  their 
region.  The  three  regional  Network  Groups, 
established  two  years  ago,  meet  several  times 
a  year.  They  allow  teachers  to  share  their 
expertise  and  discuss  issues  affecting  their 
work,  and  enable  teachers  training  to  work 
with  multi-sensory  impaired  children  to 
develop  a  network  of  contacts  as  they  begin 
work  in  the  field. 

After  lunch,  two  sessions  of  workshops 
enabled  delegates  to  examine  particular  as- 
pects of  the  learning  environment.  Each  ses- 
sion had  a  choice  of  five  topics,  with  small 
groups  of  delegates  allowing  discussion  of 
the  issues  raised. 

Chris  Addis:  The  learning 
environment  for  MSI  children  at 
the  Royal  Schools  for  the  Deaf 
Manchester 

Chris  described  the  Multi-Sensory  Support 
Unit,  serving  seven  children,  five  of  pre- 
school age.  The  environment  is  flexible,  to 
meet  individual  needs,  with  communica- 
tion a  priority.  Objects  of  reference,  routines 
and  switching  systems  are  used  to  help 
children  interact  with  the  environment.  Sup- 
port services  such  as  speech  therapy  and 
physiotherapy  are  built  into  the  child's  pro- 
gramme. Children  work  one-to-one  with 
teachers  and  intervenors,  using  a  wide  range 
of  commercial  and  home-made  equipment 
designed  to  encourage  interaction  and  con- 
trol by  the  child.  The  use  of  equipment  is 
carefully  planned  to  avoid  over-stimula- 
tion, and  the  day  is  broken  down  into  inter- 
active sessions  and  sensory  tactile  events  in 
which  the  child  tries  to  get  the  environment 
to  work  for  him  or  her. 


Philippa  Clark  and  Penny  Dare: 
The  acoustic  environment 

The  acoustic  environment  is  the  mixture  ot 
background  noise  and  useful  sounds  which 
surround  us.  Philippa  and  Penny  described 
the  effects  of  quiet  and  noisy  conditions  or 
sound  discrimination,  and  explored  the  ef- 
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Jacky  talked  of 
the  need  for  a 
range  of 
communication 
methods  to  suit 
the  individual. 


f  ects  of  hearing  impairment  and  the  wearing 
of  post-aural  or  radio  hearing  aids  on  this 
process.  They  discussed  the  noise  level  in 
classrooms,  and  the  impact  of  people  and 
equipment  on  noise  level,  and  talked  about 
the  effects  of  acoustic  treatment  of  rooms. 
The  difficulties  associated  with  unilateral 
hearing  loss  were  illustrated  by  video,  as 
was  the  impact  of  background  noise  even  in 
a  'quiet'  setting.  Ways  of  improving  acoustic 
conditions  were  outlined,  including  using 
carpets  and  blankets,  working  away  from 
radiators  and  windows,  avoiding  distur- 
bance by  other  people  and  checking  that  the 
child's  seating  (such  as  a  wheelchair  head- 
rest) does  not  muffle  sound. 

Lucy  Dixon  and  Jan  Hughes: 
Intervention  with  deafblind 
children  in  SLD  schools 

Lucy  and  Jan  described  the  work  of  the  Staf- 
fordshire, Shropshire  and  Hereford  and 
Worcester  GEST  consortium  in  employing 
and  tiaining  intervenors  for  MSI  children  in 
special  schools.  The  consortium  decided  to 
support  their  MSI  children,  most  of  whom 
had  additional  severe  learning  difficulties,  in 
their  own  schools  rather  than  by  developing 
a  central  resource.  Intervenors  for  each  child 
attended  a  one-week  course  at  Pathways,  and 
further  tiaining  is  given  by  support  teachers 
and  by  day  conferences  and  discussion 
groups.  The  intervener's  role  is  to  'provide 
individual  support  to  enable  effective  com- 
munication and  the  receipt  of  clear  informa- 
tion', and  intervenors  work  together  with 
other  professionals,  and  the  child's  family. 
Jan  and  Lucy  outlined  the  positive  results 
from  the  project  to  date,  and  the  plans  to 
increase  the  number  of  intervenors,  to  de- 
velop training  materials  and  to  secure  perma- 
nent funding  for  the  project. 

Jane  Eyre:  The  learning 
environment  -  widening  horizons 
through  integration 

Jane  described  the  needs  of  children  at 
Carnbooth,  and  the  development  of  a  policy 
on  integration  with  other  schools  and  the 
wider  community.  Partial  integration  (a  two- 
way  process)  offers  Carnbooth  staff  the  op- 
portunities to  sha  re  activities  with  those  from 
other  settings,  and  staff  and  children  from 
other  schools  thechancetoshareCarnbooth's 
facilities  and  expertise.  For  Carnbooth  chil- 
dren, the  benefits  include  extending  and 
generalising  their  individual  educational 
aims,  access  to  additional  expertise,  experi- 


ence of  working  and  communicating  with  a 
peer  group,  and  the  opportunity  to  begin 
assessment  of  the  suitability  of  long-term 
integrated  placement.  The  policy  also  raises 
community  awareness  of  dual  sensory  im- 
pairment. Jane  described  the  process  of  set- 
ting up  and  monitoring  an  integrated  place- 
ment, with  a  detailed  agreement  between 
the  two  schools  involved. 

Sheila  Houston:  The  visual 
environment 

Sheila  used  video  to  show  how  some  eye 
conditions  might  affect  vision,  and  explained 
that  the  child's  visual  functioning  and  global 
development  need  to  be  assessed  before  areas 
are  adapted  -  as  does  the  function  of  the  area 
in  question.  Adaptations  may  relate  to  people 
(their  movement,  position  and  clothing),  in- 
dividual work  areas  (lighting,  colour  contrast 
and  glare),  the  school  and  school  grounds. 
Adaptations  should  be  straightforward, 
should  be  the  product  of  the  adulf  s  ability  to 
anticipate  the  child's  needs,  and  should  en- 
hance the  environment  for  all. 


Lesley  Husbands:  The  home  as  a 
learning  environment  for  pre- 
school MSI  children 

Lesley  discussed  the  differences  between 
working  in  children's  homes  and  in  school 
environments  -  in  the  home,  the  teacher  is  an 
invited  guest  rather  than  the  person  in  charge 
of  the  setting.  Homes  are  for  all  members  of 
the  family,  and  the  MSI  child's  needs  are  not 
the  only  ones  to  be  considered. 

Lesley  stressed  the  need  for  the  timing 
and  frequency  of  visits  to  be  agreed  between 
parent  and  teacher,  bearing  in  mind  the 
involvement  of  other  specialists,  and  the 
need  for  visits  to  be  appropriately  paced  and 
to  meet  the  expectations  and  perceptions  of 
parents.  Teachers  may  need  to  explain  the 
implications  of  dual  sensory  impairment, 
and  why  particular  activities  are  relevant, 
and  they  may  provide  information  about 
services,  specialist  toys  or  equipment,  the 
physical  environment,  communication  and 
educational  needs  and  placement.  A  video 
illustrated  the  points  made. 

Bruce  Kitchener:  Sources  of 
security  in  the  learning 
environment 

Bruce  used  video  to  compare  the  sources  of 
security  readily  available  to  a  non-disabled 
infant  with  the  situation  of  a  child  with 


22  ■  Talking  Sense  ■  Autumn  1993 


^ 


FEATURES 


multi-sensory  impairment,  and  showed  the 
ways  in  which  they  may  respond.  The  MSI 
child  may  use  places,  objects  or  postures  to 
maintain  security  -  educators  and  carers 
need  to  help  the  child  gain  security  from 
people  instead.  This  calls  for  a  child-led 
programme,  with  routines  used  initially  to 
help  the  child  become  aware  of  another  per- 
son's presence  and  actions.  The  elements  of 
social  interaction  between  parent  and  non- 
disabled  infant  (close  contact,  responsive- 
ness, heightened  or  modified  facial  expres- 
sion, voice  and  body  language,  providing  a 
running  commentary,  rarely  adult-directed) 
are  those  which  will  help  the  MSI  child  to 
develop  feelings  of  competence,  self-esteem 
and  a  desire  for  social  interaction. 

Christine  Laffan:  The  impact  of 
dual  sensory  impairment  during 
the  sensorimotor  period  of 
development 

Christine  outlined  the  stages  of  sensorimotor 
development  from  birth  to  two  years,  and 
the  implications  of  dual  sensory  impairment 
for  learning  in  this  period.  Children  with 
MSI  may  need  specially-created  environ- 
ments that  encourage  them  to  learn  about 
their  bodies,  and  promote  motivation  for 
learning.  The  group  discussed  ways  of  cre- 
ating such  environments,  including  the  use 
of  reward  assessments  to  explore  the  child's 
preferences;  the  use  of  massage  and  touch- 
ing, and  of  technology;  and  the  provision  of 
small  environments  to  help  the  child  know 
the  limits  of  his  or  her  world.  Observation 
techniques  (for  example,  observing  the  child 
without  stimulation,  then  with  visual  stimuli, 
then  with  auditory  stimuli)  may  provide  a 
wealth  of  information  about  the  child's  re- 
sponses to  experiences. 

Beverley  Mars:  Developing 
learning  environments  for  MSI 
children  in  SLD  schools 

Beverley  began  by  summarising  her  role, 
which  has  involved  working  as  an  advisory 
teacher  for  MSI  children  in  two  local  au- 
thorities, offering  different  provision  for  the 
children.  She  used  two  case  studies  to  illus- 
trate the  components  of  a  learning  environ- 
ment, and  the  integration  of  MSl-specific 
aspects  of  this  with  the  programmes  already 
in  use  in  the  school.  General  components  of 
the  advisory  teacher's  role  include  working 
largely  in  isolation,  establishing  relation- 
ships with  a  range  of  staff,  following  up 
advice  given,  budget  handling  and  ensuring 


that  appropriate  documentation  is  provided. 
For  the  advisory  teacher  for  MSI  children, 
the  good  practice  promoted  (clear  environ- 
ments, communication,  consistent  routines 
etc.)  are  likely  to  benefit  other  children  as 
well. 

Jacky  Palmer:  Communication: 
Increasing  consistency  between 
classroom  and  living 
environments 

Jacky  described  work  with  deafblind  adults 
at  Sense  Midlands.  Some  students  commu- 
nicate pre-intentionally;  others  use  sophisti- 
cated signing  or  picture  systems.  She  talked 
of  the  need  for  a  range  of  communication 
systems,  and  of  the  need  to  ensure  that  any 
system  used  is  relevant,  realistic  and  reac- 
tive. Jacky  described  the  assessment  proc- 
ess, covering  students'  responses  to  objects, 
routines,  signs,  pictures  and  speech  as  ap- 
propriate. By  involving  both  classroom  and 
residential  staff  in  the  assessment  process, 
appropriate,  consistent  expectations  are  gen- 
erated. Systems  for  expressive  communica- 
tion are  individualized,  and  again  all  staff 
are  involved  in  their  development  and  use, 
encouraging  consistency  of  presentation  and 
understanding  across  the  range  of  environ- 
ments the  student  encounters. 

Conclusion 

The  theme  had  relevance  for  all,  and 
Marleen's  talk  explored  a  range  of  issues, 
many  of  them  ably  expounded  by  the  Work- 
shop speakers.  Many  thanks  to  all  those  who 
made  the  day  a  success  -  speakers,  delegates, 
and  those  who  chaired  and  took  notes  from 
sessions:  Judith  Biggin,  Graham  Evans,  Mary 
Foster,  Daney  Gordon,  Steve  Guinness, 
Penny  Lacey,  Ingrid  Smith,  Kathryn  Taylor, 
Paul  Thomas,  Jan  Willoughby  and  Liz 
Wright. 

With  over  seventy  delegates,  this  Network 
Day  was  the  largest  to  date,  and  it  was  good 
to  see  so  many  teachers  meeting  and  dis- 
cussing their  ideas. 


The  day  was  a 
huge  success 
and  the  theme 
had  relevance 
for  everybody 
who  attended. 


Heather  Murdoch 

Lecturer  Special  Education 

School  of  Education 

University  of  Birmingham 
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Usher  delegates  meet  in 
Germany 


At  the  end  of  July  1993,  49  people  from  most 
European  countries  gathered  at  the  School 
for  Hard  of  Hearing  Children,  Potsdam,  Ger- 
many, for  the  7th  European  Usher  Syn drome 
Study  Group.  We  particularly  welcomed  del- 
egates from  Portugal  and  Poland,  the  first 
time  that  these  countries  have  been  repre- 
sented at  this  Study  Group. 

~ae  rone  of  the  three  days  are  set  within  the  first 

ras  se:  at  our  first  meal  seven  years  of  life.  Thus, 

together,    when    Mary  people  with  Usher  who 

Guest,  Head  of  Sense  have  grown  up  usingsight 

~_Yr  er  Services,  asked  that  and  possiblv  hearing  as 
no  people  from  the  same  well,  have  to  work  hard  to 
language  group  should  sit  develop  the  tactile  commu- 
together  at  future  meal  nication  which  may  be 
times.  Communication  needed  later  on.  Their  tac- 
:  -  our  aim,  via  all  the  tile  pathways  won't  have 
spoken  languages:  British  been espedallv  developed 
sign  language.  Interna-  during  the  critical  first  few 
tional  sign  language,  hear-  years  of  life.  Early  diagno- 
ing  and  radio  aids  and  sis  is  therefore  of  great  ben- 
much  creative  gesture,  efit,  as  then  all  communi- 
Among  our  number  were  cation  networks  could  be 
seven  people  with  Usher,  stimulated  at  as  young  an 
the  largest  number  we  age  as  possible 
have  had  at  these  Study  Claes  Mailer's  talk  on 
Groups  so  far.  balance  was  verv  informa- 
tive. People  with  Usher 

_,  Tvpe  One  have  a  balance 

Kevnote  paper  on  robIem  which  causes 

brain  development  them  to  walk  late,  have  an 

Eleven  papers  were  pre-  a  version  to  gymnastics  and 

sented,  which  could  be  generally  be  thought  of  as 

loosely  classified  into  two  'clumsy'.  A  person's  lack 

groups-  practical  and  theo-  of  balance  can  lead  to  them 

retical.  The  latter  group  having  a  poor  self-image 

were  quite  demanding  on  because  of  the  'clumsi- 

our  grey  matter  but  they  ness'.  However,  balance 

formed  a  basis  for  the  prac-  training  and  exercise  can 

rical  issues  as  welL  be  helpful,  not  only  to  the 

Hans    Borchgrevink  person's  health  but  also  in 

from  Norway  gave  the  promotinga  more  positive 

keynote  paper.  The  sub-  way  of  seeing  themselves. 

ject  was  brain  develop-  Practical  papers  in- 

ment  and  how  the  neural  eluded  Russ  Palmer's  and 

pathways  within  the  brain  Riitta  Lahtinen's  demon- 
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strationof  methods  of  com- 
munication with  Usher 
-eerie  auss  aaad  Arrrra  s 
observation  that  commu- 
raaarrra  ::  :-  leak  rlaererf 
:?- .- ral  a  :rrreal<relarr:r-.- 
ships,  has  led  them  to  de- 
:ir  :::::r:  rrrrararra- 
cation  means  to  suit  Russ' 
residual  sight  and  hearing 
and  which  can  be  modi- 
fied in  difficult  fighting 
conditions. 

Another  practical  pres- 
entation was  Sarah  Reed's 
and  Xick  Sturiey's  paper 
on  the  Usher  in  the  Deaf 
Community  project.  Both 
Sarah  and  Nick  have 
Usher.  Then  pg  eject,  jointly 
funded  by  Sense  and  the 
British  Deaf  Association, 
spreads  Usher  awareness 
among  those  deaf  who 
have  Sign  Language  as  their 
first  language-  Sarah  and 
Xick  have  targetted  their 
taaining  and  written  mate- 
rial at  these  people,  whose 
first  language  is  visual,  not 
spoken  and  written  English. 

Usher  people  need 
to  educate 
professionals 

Ann  Gardner,  a  psychia- 
trist based  in  Sweden  and 
Ross  Palmer  agreed  that 
the  Usher  person  some- 
rimes  has  to  educate  pro- 
fessionals about  this  syn- 
drome because  of  its  rar- 
ity. However,  awareness 
is  improving  and  many 
professionals  do  now  ha  ve 
a  warm  and  concerned  at- 
titude towards  the  Usher 
person. 


irrareareverreaaerrzrr. 
outlining  all  the  papers 
presented.  I  can  say. 
though,  that  we  found  our 
rrrr.e  ::  reader  ::  ee  :-  real 
--  :':.:-- .z-  ::  exrerrer  :es 
thanks  to  all  those  who 
contributed.  We  found 
time  to  relax  as  weft.  Our 
hosts  organised  a  cruise  on 
:lae  lal«  :f  rrrr  dire-darr. :: 
Petzow,  where  we  were 


aaea_rr*_  .re  ra-ar  srrunCi. 
Some  of  us  dfanbed  a  a  :1a  e 
inside  of  the  steeple  of 
Petzow  church,  braving 
srers  :aa:  seerr. ea  air  ? 
sadralladder  ::  airrarear.e 
view  from  the  top. 

Finally,  I  would  like  to 
:r.ar\i.  all  aa  Gerraaaav  -  ar.a 
Mar"'  a-.  Er.sdar.d  -  "a: 
worked  hard  to  make  this 
Study  Group  possible.  Our 
appreciation  also  to  the 
school  staff,  who  served 
tasty  food  and  plenty  of  it, 
:  a  r  1  a  a :  a  a  r a : la e r  a :  :  a 
rakes  aa  :lae  res:  Herrraaer 

A  a.ard- working,  inten- 
save-kearnrng..  cornmunka- 

:are:raa:rr  irderrr.a- 
tion-sharing,  wonderful 

rraae  v.-=s  had  "ay  rd 

Marylin  Kilsby 
Support  Worker  Sense 
Usher  Services 
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Ashley  House  opens  its  doors 


On  29  June  Ashley  House  at 
Sense  Midlands  opened  its 
doors  to  over  70  visitors  from 
all  over  Britain  who  came  to 
see  how  June  Hoy,  the  reha- 
bilitation organiser,  sets  about 
preparing  programmes 
which  are  offered  to  deaf  peo- 
ple who  are  losing  their  vi- 
sion. 

Mary  Guest,  Head  of 
Usher  Services,  in  opening  the 
day  emphasised  the  impor- 
tance of  early  intervention  in 


the  lives  of  people  who  have 
Usher  syndrome  or  who  are 
losing  their  vision  for  other 
reasons.  June  Hoy  went  on  to 
describe  the  philosophy  of 
early  intervention  and  how  at 
school  and  at  work  this  would 
help  people  faced  with  deaf- 
ness and  loss  of  vision  make 
more  of  their  lives. 

After  lunch  visitors  di- 
vided up  into  four  workshops 
to  see  the  philosophy  in  prac- 
tice. Visitors  who  chose  to 


look  around  Ashley  House 
were  given  the  task  of  finding 
out  how  this  small  maison- 
ette was  adapted  to  the  needs 
of  people  who  are  deaf,  blind 
and  deafblind.  This  was  a  lot 
of  fun  because  it  allowed  peo- 
ple to  be  inquisitive  by  open- 
ing doors,  looking  into  draw- 
ers and  generally  having  a  go 
with  aids  and  adaptations 
around  the  house.  The  vibrat- 
ing liquid  alarm  indicator 
caught  the  interest  of  many 


visitors  including  Mr  and  Mrs 
Fawcett,  the  founders  of  the 
Fawcett  Charitable  Trust, 
who  recently  gave  a  substan- 
tial grant  towards  the  work  of 
the  Beneficiary  Support  as- 
pect of  Usher  Services. 

The  lively  and  inquisitive 
interest  of  all  the  visitors  was 
encouraging  and  Sense  hopes 
that  as  a  result  more  people 
with  Usher  will  be  able  to  ben- 
efit from  this  service. 


Rehabilitation  training  at 
Ashley  House 


Interpreter  Training 

September  29th  1993 

'Hands  on  Day'  This  day  is  for  sign  language  interpreters 
and  trainee  interpreters  to  explore  issues  about  communi- 
cation through  touch  and  to  help  interpreters  learn  how  to 
better  communicate  with  hands  on  signers. 

Training  for  Deafblind 
Specialists 

October  26  -  November  4 

Day  1  -  Communication  Through  Touch 

A  day  for  professionals  to  explore  changes  in  communi- 
cation as  sight  worsens.  A  day  which  is  suitable  for 
professionals  who  communicate  by  sign  language. 

Day  2  -  Listening,  Watching  &  Assessing  Deaf  People 
losing  their  Sight 

A  day  looking  at  counselling  techniques  used  with  deaf 
people  and  how  it  relates  to  Usher  syndrome.  An  in- 
depth  day  suitable  for  all  professionals  who  are  working 
with  people  who  have  hearing  and  visual  impairment,  or 
both. 

Day  3  -  Communicating  in  the  Mobility  Setting 

A  day  of  special  interest  to  rehabilitation  workers  and 
social  workers  with  people  who  are  visually  impaired 


The  day  will  include  working  and  communicating  with 
people  who  have  Usher  syndrome.  Video  cameras  will 
be  used  during  the  Day. 

Day  4  -  Medical  Seminar 

At  this  half-day  Seminar,  Alistair  R.  Fielder,  MRCP, 
FRCS,  FCOphth.,  Professor  of  Ophthalmology,  will  be 
talking  about  the  cataract  surgery  undertaken  with 
people  who  have  Usher  syndrome.  There  will  also  be  an 
opportunity  to  see  a  video  on  how  a  medical  examina- 
tion takes  place  in  Sweden  with  people  who  have  Usher. 
This  video  is  called  'A  visit  to  the  doctors'. 


Price  of  full  day  seminars 

Price  of  half  day  seminar 

Bed  and  breakfast  can  be 
arranged  at 


£50  per  person 
£25  per  person 

£15-£17  per  head 
-  if  pre  booked 


If  you  would  like  more  information  on  these  Training 
Days,  please  contact: 

June  Hoy 
Sense  Midlands 
4  Church  Road 
Edgbaston 
Birmingham  B15  3TD 

Tel  No.  021  456  1564  (Voice  or  minicom) 
Application  forms  available  on  request. 
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On  our  bikes! 


Thursday  the  15th  of  July  was  the  date  of  the  launch  of  the  four  day 
Cycle  Sense  Challenge  -  the  first  of  what  is  to  become  an  annual 
cycling  event  from  London  to  Paris. 

Caterers,  solicitors,  bankers,  writers,  journalists,  and  many  more 
people  from  all  over  London  and  the  northwest  volunteered  to  take 
up  the  challenge  of  riding  and  raising  £1000  each  in  aid  of  deafblind 
people.  TNT  Express  UK  Ltd,  the  international  courier  service  also 
lent  their  support  as  sponsors  of  the  event. 


All  29  cyclists  assembled  at 
Parliament  Square  on  the  wet 
morning  of  the  15th  to  be 
started  on  the  170  mile  cycle- 
trek  by  Xiamh  Cussack  star 
of  the  hit  TV  series  'Heart- 
beat'. 

Also  in  attendance  to  start 
the  Challenge  were  members 
of  the  All  Parly  Cycling  Com- 
mittee, the  MP  for  Newham 
North  West -Tony  Banks  (La- 
bour), Keighley's  MP  -  Gary 
Waller  (Con)/  and  MP  Liz 
Lynne  (Lib)  of  Rochdale,  who 
all  took  a  spin  on  specialist 
'recumbent'  cycles  which 
were  displayed  during  the 
launch. 

Even  with  the  damp 
weather  all  the  cyclists  were 
impatient  to  be  off  and  racing 
towards  hopefully  sunnier 
climes  -  the  Eiffel  Tower. 
5c  me  cyclists  had  never  been 
ns  and  others  were  look- 
ing forward  to  sitting,  once 
again,  in  their  favourite  Pa- 
risian brasserie. 

The  journey  from  London 
to  \ewhaven  was  rainy  all 
the  way  but  everyone  com- 
pleted the  60  miles  and  ar- 
rived to  board  the  ferry.  We 
were  off  to  France!  Except  for 
the 200  French  schoolchildren 
who  were  wreaking  havoc  on 
the  ferry  while  making  their 
return  journey,  the  voyage 
was  without  note  -  everyone 
was  happy  to  be  there  but  too 
tired  to  do  anything  about  it. 


We  left  Dieppe  as  a  group 
early  the  next  morning  and 
soon  realized  that  the  people 
who  had  spent  the  day  before 
out  in  front  were  not  just 
flukes  but  serious  riders  who 
were  racing  each  leg  of  the 
trip  as  if  on  a  mini  Tour  de 


weary  as  the  day  before,  eve- 
ryone struck  out  for  a  quiet 
night  on  the  town  -  keeping 
in  mind  that  the  longest  part 
of  the  journey  was  yet  to  come. 
Some  riders  were  off  at 
near  dawn  the  next  morning 
and  the  rest  followed  close 


Niamh  Cussack  under  starters  orders  for  the  first  Cycle- 
Sense  Challenge. 


France.  As  this  was  the  easi- 
est, shortest  (only  40  miles) 
and  sunniest  day  of  the  cycle, 
the  majority-of  competitors 
took  their  time,  stopping  in 
many  pubs  that  they  came 
across  on  the  quiet  country 
roads. 

Again  without  injury  or 
mishap  we  reached  our  sec- 
ond night's  stay  in  a  little 
town,  Forges  les  Eaux,  70 
miles  outside  Paris.  Not  as 


behind  (the  support  staff  and 
TNT  van  to  collect  cyclists  that 
just  couldn't  go  on  due  to  ex- 
haustion followed  even 
closer).  But  not  a  person 
would  admit  defeat  and  take 
a  ride  in  the  van  when  they 
could  be  cycling  in  the  sun  - 
no  matter  how  many  hills. 
And  it  was  all  worth  it  when, 
after  a  particularly  long  in- 
cline, the  outline  of  the  Eiffel 
Tower  was  visible  through  the 


haze  in  the  distance. 

On  this  last  stretch  a  few 
people  and  the  recovery  van 
lost  their  bearings  for  a  short 
time  but  in  the  end  everyone 
made  it  on  their  own  steam 
around  the  confusion  of  the 
Arc  de  Triumph  roundabout 
and  over  the  cobble  stoned 
streets  to  complete  the  gruel- 
ling 170  mile  ride  (195  if  you 
got  lost! )  and  bask  in  the  warm 
sun  at  the  foot  of  the  Eiffel 
Tower. 

After  a  few  hours  shower- 
ing, reviving,  and  congratu- 
lating themselves,  everyone 
met  at  the  hotel's  restaurant 
to  celebrate  the  end  of  the  ride 
and  the  winners  of  the  Chal- 
lenge -  who  we  gauged  to  be 
(as  accurate  timings  of  the 
previous  legs  were  not  taken) : 
Adam  Kay,  Mark  Bourgeois, 
Clive  Thomas,  Paul  Robb,  and 
Ben  Tolhurst. 

We  spent  a  relaxing  and 
intoxicating  evening  in  Paris 
and  reluctantly  boarded  the 
train  in  the  morning  to  return 
to  Dieppe  -  back  across  to 
Newhaven  and  then  to  Lon- 
don, Victoria  where  we  all 
had  been  only  three  days  be- 
forehand though  it  seemed 
much  longer  than  that. 


Shelley  Wisner 
Events  Officer 


2h  U  Talking  Sen<*  ■  Autumn  1993 


#r 


FUNDRAISING 


Dropping  in  on  the  South  West 


An  all-woman  parachute  team  dropped  in  on  Exeter  for 
Sense  South  West  at  the  start  of  July.  The  Daily  Express 
Flying  Crusaders  were  helping  to  celebrate  the  start  of 
building  works  at  Bartholomew  Court,  the  planned  regional 
residential  centre. 


It  was  an  almost  cloudless, 
sunny  day  and  the  Crusaders 
were  given  clearance  to  jump 
from  their  helicopter  at  7000 
feet.  The  leader  gave  a  lively 
commentary  on  the  way 
down  through  a  radio  micro- 
phone taped  to  her  cheek.  This 
was  broadcast  on  BBC  Radio 
Devon  and  Devonair  Radio  - 
though  it  was  almost 
drowned  out  at  one  point  by 
the  excited  cheers  of  the  pu- 
pils invited  from  nearby  pri- 
mary schools. 

The  jump  was  a  pretty 
spectacular  sight  with  neon- 
pink  parachutes  and  banners, 
and  trails  of  shocking  pink 
smoke.  It  was  visible  right 
across  the  city  and  was  ea- 


gerly snapped  up  by  a  film 
crew  from  Westcountry  Tel- 
evision. 

On  landing,  the  team  cap- 
tain, Cathy  Riddel,  presented 
a  plaque  commemorating  the 
start  of  building  work  to  Lord 
Clifford  of  Chudleigh,  patron 
of  Sense  SW.  He  then  gave  a 
short  speech  encouraging 
support  from  the  audience 
and  rapidly  established  a 
warm  rapport  with  the  chil- 
dren. Everyone  later  joined 
the  parachutists  in  the  heli- 
copter, posing  for  pictures. 

The  Bartholomew  Court 
site,  previously  home  to  the 
Exeter  Art  School,  was  visible 
from  the  playing  field  as  it  is 
set  near  the  top  of  a  terraced 


Trust  Sense 

Everyone  involved  with 
Sense  will  know  how  impor- 
tant Sense  holidays  are  for 
holidaymakers  and  families 
alike.  In  the  last  few  months, 
a  large  number  of  the  smaller 
trusts  have  felt  able  to  sup- 
port Sense's  1993  holiday 
programme  -  to  date  £19,407 
has  been  donated.  On  behalf 
of  everyone  at  Sense,  I  would 
like  to  thank  all  those  trusts 
who  felt  able  to  support  us 
in  this  very  special  way. 

The  majority  of  trust  do- 
nations Sense  receives  are  so- 
licited. However,  Sense  has 
seen  a  welcome  increase  in 
the  number  of  trusts  who  are 
deciding  to  support  Sense  on 
a  regular  basis  with  unsolic- 
ited donations.  The  Emerton 
Charitable  Settlement  has 
very  generously  supported 
Sense  in  this  way.  Such  sup- 
port is  invaluable  and  my 
thanks  goes  to  all  those  other 
trusts  on  whom  Sense  relies 


for  its  long-term  security. 

Within  the  last  month,  The 
City  Parochial  foundation  is 
committed  to  part-funding 
Sense's  London  Regional  De- 
velopment Officer  Post  over 
three  years.  Their  generosity 
will  enable  Sense  to  appoint  a 
Development  Officer  who 
will  be  developing  crucial 
services  for  deafblind  people 
in  the  London  area.  Sense  has 
also  just  learnt  that  The  John 
Lyon's  Charity  has  agreed  to 
support  our  Barnet  Commu- 
nity Project  by  making  a  won- 
derful donation  towards  the 
provision  of  equipment  at  the 
Education  Centre. 

Lastly,  if  any  readers 
should  know  of,  or  have  con- 
tact with  a  trust  that  they  feel 
could  possibly  benefit  Sense,  I 
would  be  grateful  if  you  could 
let  me  know  by  contacting  me  at 
Sense  Headquarters. 
Davina  Evans 
Trusts  Officer 


slope  overlooking  the  river. 
Builders  are  now  digging 
foundations  on  the  land 
which  has  been  donated  by 
Exeter  City  Council.  The 
Council  gave  just  one  condi- 
tion -  that  the  bell  from  the 
Art  School  was  incorporated 
into  the  design  of 
Bartholomew  Court.  Unfor- 
tunately within  five  hours  of 
erecting  scaffolding  for  demo- 
lition work,  the  bell  was  sto- 
len! It  was  to  have  become  a 
feature  of  the  garden. 

We  are  working  hard  to 
raise  the  £150,000  needed  to 
furnish  and  equip  the  build- 
ing for  the  opening  in  mid- 
summer 1994.  Staff  and  rep- 
resentatives of  support 
groups  from  around  the  re- 
gion gained  further  encour- 
agement for  this  challenge 
when  Her  Royal  Highness 
visited  Sense  SW  marquee  at 
the  Royal  Cornwall  show. 


Lord  Clifford  helped  to  boost 
sales  of  tickets  for  the  Balloon 
Race,  but  unfortunately  bad 
weather  set  in  and  forced  an 
early  closure  to  the  show. 

Events  are  being  planned 
for  the  coming  months  and 
will  include  a  time-capsule 
competition  to  involve  local 
schools.  The  wining  entry  will 
see  their  suggested  contents 
buried  in  the  gardens  of 
Bartholomew  Court. 

Bartholomew  Court  will 
provide  a  supportive  environ- 
ment for  10  students  from 
across  the  SW  region,  as  well 
as  providing  day-care  facili- 
ties. This  will  be  the  first  dedi- 
cated resource  for  young 
deafblind  adults  in  the  South- 
west. Applications  for  places 
are  now  being  received. 

Hilary  Peggler 
Regional  Fundraising 
Director 


Dropping  in:  a  parachutist  from  the  Daily  Express  Flying 
Crusaders  and  friend. 
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New  in  North  Thames 


As  the  newly  appointed  Re- 
gional Fundraising  Director 
for  North  Thames,  I  thought 
I  would  let  everybody  know 
about  the  latest  develop- 
ments on  the  Baxnet  project 
I  am  delighted  to  inform 
everyone  that  building  work 
has  now  started  on  the  resi- 
derrlal  ar.d  e-dueararal  day 
centre  and  we  fuflv  anticipate 
it  opening  as  planned  in 
Spring  '£4.  To  commemorate 
the  start  on  site  we  staged  two 
ever.ti  r  ::r  ::'  -  va:r  ■  ere 
ver  .---:::^--:" 


At  the  en 
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laa'e  ir  I--:  ar.d  ir  rear,  radar 
with  pieces  about  life  for 
deafblind  people  in  the  late 
twentieth  century. 

Later  on  in  June,  we  had 
:re  ifrl  rial  laur  :1-  :::>.=  riara 
on  site  at  Copthall  Sports  Sta- 
drarr  ";:!;;/  Z  rress  Flv- 
ing  Crusaders,  an  all-female 
par;  :ha:=  :earr  -urr.re-d  ir.:: 
the  stadium  trailing  pink 


srr.ake  ar.d  n  :r  a  live  ::rr- 
mentary  as  they  descended. 
Varreer  Ldrarr ar  'iir-a  us 
for  the  occasion  and,  once  the 
Crusaders  had  landed,  was 
presented  with  a  plaque  to 
rr.arl>  ::;;:::  -here  rare rirre- 
aarsaale  ii  :::::  Maareer 
then  made  a  very  good  ac- 
:t::;:  :e  ;:-::  ■  :::':  :learl 
ir  y  "ea  herarrdersrar.dar.::  :■: 
:he  irr.r  :r:ar  :e  ::  ::: .se  = 
work.  She  said  mat  she  ::r- 
sideredSensetobe  "one  of  the 
rr.es:  seriihle  ar.d  irrriraar: 
: a  a  rare?  a  a    ar  :  :;cav 

A  placrue  was  also  pre- 
aerae-d  :;  Derek  Zvara  ::'  are 
Srairea  Sharrir.z  derare  ir. 
Bamet,  which  will  mark  the 
new  Wishing  Well  in  the  Cen- 
rre  &  :ni  which  all  money  will 
a:  daeraraaeea 

The  aaral  aaare;  ::'  :he 
aiar.draiiir.c  aaraaraae  an  1 
would  be  delighted  to  hear 
from  everyone  who  is  inter- 
e-iae-diraherrreaa  srar;  rrress 

Lucinda  Shaw 
Regional  Fundraising 
Director 
North  Thames 


Actress  Maureen  Lipman  helping  to  launch  Barnet  with 
the  Daily  Express  Flying  Crusaders  and  a  representative 
from  the  Spires  Shopping  Centre. 


Shop  'till  3SS2S 

1  rr.ea:  ar.d   eaa'a'ee   a:  rarer; 

you  drop  5-7-^=-^---:  a 

:  .  .arr.  are  .  ur."  ararrarr  rav 

At  Sense  East's  Midsummer  raadr.cara-ar.ddr.esaareir  r    . 

B  all  in  June,  we  auctioned  a  minutes  and  picking  up  over 

two  minute  trolley  dash  £800  of  goods  on  the  way! 
which  had  been  kindly  do-  We  would  hke  to  thank  J 

nated  by  Salisbury's  in  Pe-  ^rrsbury  Pic  of  Peterbor- 

terborougrL  -  -  - -"  -" :  r  drear  .car.  a  a  :  r  a  r. :  r 

The  hieres:  didder  was  an^-  congratulate  Stephanie 

Stephanie  Thompson  who  on  her  shoppir  a  -  peitise 


Thanks  to  corporates 


June  and  July  were  fabulous 
months  for  corporate 
fundraising  with  support 
coming  from  companies  both 
large  and  small  from  all  ar- 
eas of  the  U.K. 

The  Save  k.  Prosper  Edu- 
cational Trust  generously 
supported  Sense's  Library 
Resource  Centre  based  at 
Sense  Midlands.  This  essen- 
tial educational  resource  con- 
tains a  wealth  of  information 
on  deafblindness  and  related 
issues  and  is  open  to  all  those 
associated  with  Sense.  The  li- 
brary is  run  by  volunteer  and 
Council  member  Gini  Cloke. 

The  brand  new  Sense 
poster  is  due  to  be  distributed 
shortly  -  hot  off  the  press. 
Nationwide  Building  Society 


have  given  extensive  support 
to  Sense  by  printing  both  the 
poster  and  our  general  leaf- 
let This  in-kind  support  is  of 
great  benefit  to  Sense  and  will 
help  us  in  our  campaign  to 
raise  awareness  of 
deafblindness.  The  newly  re- 
designed Usher  services  leaf- 
let has  also  arrived,  sponsored 
dland  Bank  Pic.  The  leaf- 
let provides  an  informative 
introduction  to  Usher  syn- 
drome and  the  services  pro- 
vided by  Mary  Guest  and  her 
team. 

Barclays  Bank  Pic  has 
given  much  needed  support 
to  the  'Sensus'  project.  Infor- 
mation about  deafblindness 
will  be  gathered  through  a 
fact  sheet  which  has  been  dis- 


tributed to  people  known  to 

a  a" :-  :r  ■  ::r  :r e  r  :  :er  rai  :: 
have  contact  with  a  deafblind 
person.  It  is  hoped  that  the 
information  collected  will 
heir  rear-  ::  a  air  ur-::-da:e 
information  about  the  needs 
of  deafblind  people  and  to 
identify  the  current  gaps  in 
our  service  provision  so  that 
we  can  develop  our  services 
more  proactively  in  future. 

The  Manchester  based 
electricity  company 

NOR VVEB' Pk  have  lent  their 
support  to  a  holiday  for  eight 
young  people.  At  the  end  of 
August  the  holidaymakers, 
many  of  whom  who  live  in 
the  North  West,  sampled  all 
that  the  Nelson  and  Coldwell 
Inn  Activity  Centre  in  Burnley 


had  11  :::er 

Last,  butby  no  means  least, 
the  Prudential  Corporation 

~'.:  cave  drear  irira  aereri aa 
donation  towards  Sense's 
new  residential  and  educa- 
tion centre  in  Barnet  Their 
rarrira  has  relr-e-d  rera-z  :: 
rr =  1-  e  alar;  ::r  ire  lerrre  a 
realirv'-buildingwork  started 
in  May  of  this  year. 

Many  thanks  to  all  the 
companies  mentioned  above 
for  their  support  and  also  to 
the  even  greater  number  un- 
fortunately left  unmentioned. 


Deborah  Curtis 
Corporate  Fundraising 
Officer 
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Sharon  and  Emma 

Having  one  disabled  child  can  provide  extra  work  and  stresses  for  all  members  of  a 
family.  Mrs  Stapely  of  Bexhill  relates  her  experiences  with  two  disabled  girls. 


Sharon  and  Emma  are  sisters  aged  15  and  11.  They  are 
both  profoundly  mentally  and  physically  handicapped, 
unable  to  walk,  talk,  feed  or  dress  themselves.  They  are 
both  doubly  incontinent,  suffer  a  severe  hearing  loss, 
and  on  top  of  everything  else,  Emma  is  epileptic.  Al- 
though they  are  severely  disabled,  they  are  both  very 
happy  girls.  They  are  able  to  form  relationships  and  are 
very  aware  of  situations  and  things  happening  around 
them.  Sharon  is  very  much  the  awkward  teenager  at  the 
moment,  while  Emma  is  the  tomboy  of  the  two  and  the 
more  extrovert.  She  is  very  active,  and  has  to  be  watched 
carefully  at  all  times,  as  she  knows  no  fear  and  can  easily 
hurt  herself. 


I  have  looked  after  the  girls  at 
home  since  they  were  born.  It 
was  obvious  to  me  when  she 
was  four  months  old  that  there 
was  something  drastically 
wrong  with  Sharon,  but  it  took 
me  another  four  months  to 
convince  the  'experts'.  By  the 
time  she  was  a  year  old  she 
was  wearing  two  hearing  aids 
and  I  had  been  told  she  would 
never  amount  to  much,  and  I 
should  forget  about  her  and 
start  again.  I  couldn't  do  that. 
She  was  mine  and  I  loved  her, 
and  so  began  the  rounds  of 
hospital  appointments,  Great 
Ormond  Street,  The  Wolfson 
Centre,  the  Nuffield  Hearing 
and  Speech  Centre  and  so  on, 
but  no  cause  was  found  for 
Sharon's  handicaps. 

Help 

In  the  early  days  I  had  a  very 
good  teacher  of  the  deaf,  who 
put  up  with  a  lot  of  my  miser- 
able moods,  and  showed  me 
how  to  help  Sharon  to  get  the 
most  from  her  hearing  aids. 
Also  a  lovely  lady  from  the 
Community  Mental  Handi- 
cap Team  organised  my  sup- 
ply of  nappies,  etc.  The  physi- 
otherapist showed  me  how  to 
work  with  Sharon,  and  we 
started  a  rigorous  programme 
which  virtually  took  up  all 
my  time  and  effort.  Other- 
wise, Health  Visitors  came 


and  went,  and  eventually 
gave  up  altogether.  So,  too, 
did  Social  Workers. 

Sharon' s  father  took  longer 
to  come  to  terms  with  her 
problems  than  I  did,  so  did 
her  grandparents.  Friends 
started  calling  less  frequently, 
and  I  felt  very  isolated.  At  18 
months  Sharon  started  cry- 
ing and  screaming  virtually 
non-stop.  There  appeared  to 
be  no  reason  for  it,  except  per- 
haps sheer  frustration.  I  was 
given  pills  to  calm  her  down, 
but  they  just  made  her  sleepy 
all  the  time  and  did  nothing 
to  stop  the  screaming.  She 
wouldn't  be  nursed  or  com- 
forted and  was  so  unhappy 
that  I  came  close  to  wishing 
she  would  never  make  her 
second  birthday.  Then  six 
months  after  it  had  started, 
one  day  it  just  stopped,  and 
from  that  time  Sharon  seemed 
to  accept  and  become  content 
with  her  lot. 

We  eventually  found  a 
very  good  Day  Nursery  for 
Sharon  -  it  is  now  the  Chil- 
dren's Unit  at  Bexhill  Hospi- 
tal -  which  combined  'nor- 
mal' and  'special'  children. 
The  staff  and  children  were 
marvellous,  and  Sharon  loved 
it.  Not  all  the  mums  were  quite 
so  kind,  but  at  least  Sharon 
had  made  some  new  friends. 

We  started  to  think  about 
having  another  baby  and,  tak- 


ing no  chances,  took  genetic 
counselling  from  one  of  the 
top  men  in  this  field.  He  gave 
us  the  same  odds  as  anyone 
who  had  already  had  one 
handicapped  child.  It  was 
considered  that  we  had  just 
been  very  unlucky.  With 
much  trepidation,  we  decided 
to  try  for  a  brother  or  sister  for 
Sharon.  There  was  no  way  of 
telling  if  another  baby  would 
have  the  same  problems,  so  it 
was  a  very  worrying  time. 
About  four  and  a  half  years 
after  Sharon's  birth,  Emma 
made  a  very  quick  and  un- 
eventful entry  into  the  world. 
I  watched  her  very  closely 
during  her  first  months,  and 
was  relieved  to  find  her  do- 
ing all  the  things  she  was  sup- 
posed to  do.  At  the  age  of  five 
months  we  went  back  to  the 
Wolfson  Centre  with  Emma 
and  she  was  pronounced  fit 
and  healthy  with  no  problems 
-  we  had  a  perfectly  'normal' 
little  girl.  Imagine  how  it  felt 
when  at  around  eight  months 
I  started  to  fear  that  her 
progress  had  come  to  a  halt. 

The  5th  and  6th  Novem- 
ber 1981,  are  two  days  I  will 
never  forget.  Emma  was  13 
months  old  and  we  found 
ourselves  back  in  London, 
where  my  worst  fears  were 
confirmed.  Emma  had  all  the 
same  problems  as  her  sister.  I 
felt  as  if  my  whole  world  had 
come  to  an  end.  Friends  and 
family,  even  our  G.P.  just 
didn't  know  what  to  say  or  do 
to  help,  but  we  decided  that 
no  matter  what,  they  were  our 
girls  and  we  wanted  them. 

The  hard  work  being  done 
with  Sharon,  then  began  with 
Emma  too.  I  didn't  know 
which  way  to  turn,  and  re- 
quests for  help  with  Social 
Services  at  that  time  fell  on 
deaf  ears.  I  couldn't  even  get 
a  home  help  to  take  over  some 


of  the  housework.  I  managed 
on  my  own  with  both  girls, 
with  help  from  their  father  at 
evenings  and  weekends,  and 
around  the  age  of  two  Emma 
started  spending  some  time 
at  the  SOS  Playgroup  at 
Colwall  Court.  They  were 
very  good  with  her  and  she 
enjoyed  it. 

Future 

It  was  obvious  that  Emma 
would  have  to  join  her  sister 
at  Glyne  Gap  Special  School. 
Three  weeks  after  she  started 
there  she  began  to  have  fits, 
as  if  we  hadn't  enough  to  con- 
tend with.  However,  the 
school  staff  are  wonderful 
with  both  girls,  and  I  can't 
praise  them  highly  enough. 

Caring  for  the  girls  is  ex- 
tremely tiring  and  demand- 
ing work,  and  has  not  been 
made  easier  by  the  lack  of 
proper  support  services  all 
these  years.  The  help  I  have 
got  has  had  to  be  well  and 
truly  fought  for,  and  I  am  still 
made  to  feel  guilty  for  even 
asking.  The  amount  of  lifting 
and  carrying  is  back-break- 
ing. The  house  is  full  of  gadg- 
ets and  special  equipment.  I 
haven't  had  a  proper  social 
life,  or  a  decent  holiday,  for 
years.  I  have  coped  with  can- 
cer, divorce  and  now,  at  last, 
am  looking  forward  to  a  much 
brighter  future  with  a  won- 
derful new  husband,  who 
loves  all  three  of  us. 

Sharon  and  Emma  will  al- 
ways be  profoundly  handi- 
capped. I  have  to  face  the  fact 
that  they  will  probably  never 
be  able  to  do  any  more  than 
they  do  now,  but  I  will  keep 
on  trying  for  them  as  long  as 
I  am  able,  and  one  thing  I 
know  for  sure  - 1  wouldn't  be 
without  them! 
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Living  for  Fabia 

Fabia  Fiorillo's  mother  reflects  on 
bringing  up  a  deafblind  child. 


I  do  not  want  to  be  the  mother 
of  a  deafblind  child,  but  I  am. 
I  started  a  personal  search  to 
find  out  when,  in  my  life,  I 
began  to  prepare  myself  to  be 
able  to  cope  with  the  job  of 
being  a  mother. 

Because,  you  see,  it  is  in 
the  very  early  years  of  our 
lives  that  we  start  learning 
love,  compassion  and  respect 
for  all  living  forms.  My  fam- 
ily  plaved  a  very  important 
role  in  the  process  of  building 
up  my  strength  and  assert- 
iveness,  and  I  can  see  now 
how  much  my  father's  input 
influenced  my  future.  Appar- 
ently, he  brought  me  up  to  be 
absolutely  free,  although  al- 
ways guided  and  supported, 
so  that  my  sense  of  responsi- 
bility will  always  overcome 
mv  need  for  freedom. 

Let  me  now  introduce 
myself.  I  am  Fabia's  mother. 
She  is  totally  deaf  and  has  very 
little  sight  in  her  left  eye,  but  is 
otherwise  normal.  But  what  is 
normal  and  what  is  not? 

Of  course,  it  is  difficult 
enough  to  bring  up  a  child 
with  all  five  senses.  Imagine 
bringing  up  a  child  reduced 


to  three  -  taste,  touch  and 
smell.  The  challenge  to  the 
parents  and  the  community 
is  enormous.  Some  families 
will  not  be  able  to  cope.  I  feel 
very  close  to  all  mothers  and 
fathers  of  deafblind  children. 
The  feeling  of  guilt  is  there  all 
the  time,  at  birth  and  after  - 
forever.  Not  only  are  the  ex- 
pectations of  nine  months 
wiped  away  within  a  few 
minutes,  but  it  is  then  that  the 
torture  begins. 

Fabia  is  now  27.  I  have 
done  my  best,  both  for  her 
and  for  others.  I  draw  my 
understanding  from  books 
and  knowledge  I  have  ac- 
quired during  my  sixty  years, 
and  my  interest  in  everything 
from  astronomy  to  anthropol- 
ogy, from  languages  to  gar- 
dening (to  see  how  things 
grow  gives  me  a  fair  idea  of 
how  the  brain  works),  from 
computer  studies  to  voluntary 
work  with  schoolchildren. 

Fabia  is  my  fifth  child. 
When  I  was  pregnant  with 
her  there  was  an  epidemic  of 
rubella,  but  as  I  didn't  have 
any  spots  I  didn't  take  any 
precautions.  Bear  in  mind  that 


Fabia  Fiorillo 

this  was  in  1965  and  there  was 
no  vaccine.  My  other  children 
had  had  rubella  years  before, 
so  everything  seemed  alright. 

Fabia  was  born  very 
quickly,  at  4.30pm  on  Febru- 
ary 25th  1966.  I  finished  eat- 
ing my  piece  of  toast  and  put 
the  cup  on  the  side  table,  and 
she  came  out  in  five  minutes 
with  about  seven  or  eight  con- 
tractions. She  did  not  cry,  but 
was  breathing  well  and 
looked  as  pink  as  a  rose.  The 
doctor  came  to  check  up  on 
her  and  said  she  was  fine. 

I  always  kept  my  newborn 
babies  close  to  my  body  for 
somehours after  they  werebom, 
so  that  they  didn't  feel  com- 
pletely "out  of  touch"  and  also 
because  I  liked  to  see  their  reac- 
tions to  the  new,  noisy,  cold,  fast 
moving  and  rough  world. 

Fabia  was  breathing  well, 


but  she  looked  a  little  too 
"still"  to  me.  When  someone 
banged  the  door  in  the  corri- 
dor she  didn't  flinch  or  shake, 
I  thought;  "She's  deaf!"  I  spent 
hours  looking  at  her  in  a  panic 
because  by  then  I'd  realised 
that  she  still  had  her  left  eye 
closed,  and  it  was  slightly 
smaller  than  the  right  one.  She 
could  open  both  eyes  nor- 
mally, but  I  could  see  a  cata- 
ract in  her  left  eye!  Well,  she 
was  my  fifth  child,  so  I  was 
supposed  to  know  what  I  was 
looking  at! 

I  rang  for  the  doctor  and 
the  midwife  and  the  nurse. 
They  all  came  immediately  - 
the  baby  was  about  eight 
hours  old.  When  I  told  them 
what  I  had  seen  they  said  I 
was  seeing  ghosts,  but  I  knew. 

I've  read  about  a  two  year 
old  boy  lured  to  his  death  near 
a  railway  track.  Thirty  sec- 
onds were  enough  to  commit 
the  act.  What  will  happen  to 
Fabia  when  I  die?  The  same 
day  in  the  news  I  read  a  nurse 
has  killed  four  children  in  a 
hospital.  Who  is  going  to  look 
after  Fabia  when  I  am  not 
around  any  more?  Problems 
with  homes  for  children  in 
care  are  frequently  on  the  TV. 
What  is  going  on? 

You  see,  I  am  very  impor- 
tant -  not  in  myself,  but  for 
Fabia,  and  I  have  to  under- 
stand these  things. 


New  alert  system  for  deafblind  people 


Imagine  that  you  were  deaf 
and  your  friend  came  to  call. 
He  or  she  rang  the  doorbell, 
but  you  wouldn't  be  able  to 
hear  it!  This  is  a  problem 
faced  by  Philip  Gafga  from 
f.ssex,  a  graduate  student  of 
economics  at  Durham  Uni- 
versity, i,  available 
to  help  deaf  people  in  this 
v;rt  of  situation,  but  they  gen- 
erally rely  on  replacing  the 
sound  of  /  flashing 
lights  However,  Philip  has 
another  difficulty  -  he  is  reg- 

d  blind     .  of  his 

field  of  vision, 

not  always  able  to  see 
visual  signals.  Whilealert  sys- 


tems that  differentiate  be- 
tween various  types  of  sound 
are  available  for  the  deaf, 
again  no  such  systems  have 
been  specifically  designed  for 
the  deaf-blind. 

After  trying  various  sys- 
temsand  findingnoneofthem 
satisfactory  because  of  'flash- 
ing lights,  spaghetti  junctions 
ofwiringanddifficult-toread 
displays',  Philip  approached 
the  Department  of  Electron- 
ics and  Computer  Science  at 
the  University  of  Southamp- 
ton for  help.  Dr  Bob  Damper 
and  his  undergraduate  project 
Student  Mike  Hvans  took  up 
the  challenge.  They  designed 


a  'wire-less'  system  based  on 
sound-recognition  technol- 
ogy that  would  recognise 
various  pre-programmed 
sounds  and  transmit  a  radio 
message  to  a  vibrating  re- 
ceiver unit  carried  in  Philip's 
pocket.  The  source  of  the 
sound  -  doorbell,  smoke 
alarm,  or  the  telephone  which 
Philip  uses  for  computer  com- 
munications-is  identified  by 
the  coded  pattern  of  vibra- 
tions. The  effective  range  is 
about  100  feet,  so  Philip  can 
be  alerted  anywhere  in  the 
house  and  even  when  he  is  in 
the  garden.  This  system  has 
been  in  everyday  use  over 


the  past  year  although  Philip 
does  find  that  kitchen  sounds 
and  human  voices  can  trigger 
false  alarms. 

Encouraged  by  their  suc- 
cess so  far,  the  Southampton 
team,  with  Philip's  advice,  are 
planning  various  enhance- 
ments to  the  system.  They  are 
also  keen  to  help  other  deaf- 
blind people  facing  the  same 
problem.  It  is  hoped  that 
wider  participation  will  gen- 
erate feedback  in  the  form  of 
suggestions  for  further  im- 
provement of  the  alert  sys- 
tem. 

R  I  Damper 
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Goodbye  to  Peter  Turner 


Peter  Turner 


On  Thursday  24th  July  1993 
in  the  Outer  London  Bor- 
ough of  Waltham  Forest,  two 
major  events  occurred  which 
by  themselves  were  signifi- 
cant, but  together  will  have  a 
huge  effect  upon  deafblind 
children  and  those  with 
learning  difficulties. 

I  refer  to  the  visit  of  Her 
Majesty  the  Queen  to  open 
me  new  resource  library  and 
centre,  giving  links  to  many 
other  countries  for  those 
working  within  the  field  of 
special  education. 

This  building  is  now 
known  as  the  Turner  Library. 
This  is  a  fitting  name  for  Peter 
Turner  OBE  retired  on  the 
same  day  after  25  years  in 
special  education  as  Head- 
master of  Whitefield  School, 
which  he  created  from  nothing. 

We  have  known  Peter  for 
the  past  10  years  and  over 
those  years  we  came  to  see 
just  a  part  of  the  driving  force 
of  a  man  who  has  given  to  our 
deafblind  children  educated 
within  the  Rebecca  Goodman 
Centre  the  beginnings  of  com- 
munication and  life  skills 
which  are  so  important  to  all 
deafblind  people. 

How  Peter  achieves  his 
aims,  well,  he  is  a  master  of 
negotiation,  delegation  and 


designation,  I  also  think  that 
the  families  he  meets  drive 
him  on.  When  there  are  set- 
backs in  his  plans  or  more  red 
tape  he  never  seems  to  lose 
heart,  lose  his  temper  and  dig 
his  heels  in  -  oh  yes! 

All  the  children  at 
Whitefield  knew  Peter  as  the 
man  with  his  black  dog,  Sam, 
who  used  to  walk  beside  him 
around  the  school.  Peter's 
door  was  always  open  to  par- 
ents and  he  did  always  return 
a  phone  call.  Peter  is  one  of 
life's  special  people  who  you 
usually  only  meet  once.  He 
has  told  us  that  he  is  not  ready 
for  the  pipe  and  slippers  yet, 
so  he  will  become  Clerk  to  the 
Whitefield  Development  Trust 
part-time,  and  he  will  still  con- 
tinue his  work  within  Sense. 

The  only  sour  note  to  the 
end  of  a  lifetime' s  work  is  that 
Waltham  Forest  Education 
Committee  is  making  deep 
financial  cuts  to  the  Whitefield 
School  budget.  This  is  not  the 
way  Peter  wanted  to  end  25 
years  as  the  school's  Head- 
master. 

We  would  like  to  wish  Pe- 
ter and  Coreen  a  long,  happy 
retirement  far  from  the 
madding  crowd  of  Waltham 
Forest. 

Christine  Taylor 


Minibus  for  Redgate  Court 


In  July,  Sense  East  opened 
two  new  group  homes  at 
Redgate  Court  in  Peterbor- 
ough. To  coincide  with  this, 
the  Hereward  FM  Appeal  do- 
nated a  second  minibus  to 
Sense  East. 

The  presentation  of  the 
minibus  took  place  at  the  East 
of  England  Show  and  Lord 
Pym  was  there  to  formally 
hand  over  the  keys  to  Laura 
Curtis,  a  resident  at  Redgate 
Court. 

We  would  like  to  thank 
everyone  involved   in   the 


Hereward  FM  Appeal  for 
their  wonderful  contribution. 
The  minibus  will  be  in  use 
every  day  by  students  going 
to  the  Further  Education  Col- 
lege in  Market  Deeping,  or 
going  to  the  vocational  craft 
workshops  in  Peterborough, 
as  well  as  lots  of  social  activi- 
ties in  the  evenings  and  at 
weekends. 


Hereward  Radio  and 

Sense  pose  with  the 

new  minibus. 
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CONTACTS 


Scottish  sensory  centre 
launches  Contact 


Contact:  A  Resource  for  Staff 
Working  with  Children  who 
are  Deaf-Blind  was  launched 
on  Tuesday  26  June  at  the  Scot- 
tish Sensory  Centre,  Moray 
House  College.  The  launch 
was  presided  over  by  Nisbet 
Gallacher,  Senior  Chief  In- 
spector of  Schools,  Scottish 
Office  Education  Department. 

Contact  is  a  self-study  pack- 
age developed  by  Moray 
House  College  and  Strath- 
clvde  Region.  It  was  inspired 
bv  the  work  of  Sister  Ailish 
Massey  and  Elizabeth  Bryson 
in  the  training  of  staff  work- 
ing with  pupils  who  are 
deafblind.  Their  work  was 
carried  out  over  a  number  of 
years,  and  latterly  at 
Carnbooth  School.  As  the 
project  developed,  contribu- 
tions were  also  made  by 
Marianna  Buultjens  and 
Margaret  Lee  of  Moray  House 
College  and  by  Morag  Turner 
of  the  Scottish  Association  of 
the  Deaf.  The  package  was 
edited  by  Marion  Blythman 


and  Fernando  Diniz. 

Contact  is  a  modular  pack- 
age consisting  of  six  elements 
in  two  packs.  Pack  1  contains 
modules  1-3,  a  video  and 
study  guide.  Pack  2  contains 
modules  4-6  and  a  video.  The 
current  cost  of  the  package  is 
£56  incl.  p&p.  It  is  hoped  that 
Contact  will  become  a  re- 
source for  heads  of  services, 
schools  with  deafblind  units 
and  Special  Educational 
Needs  Advisers. 

For  full  details  of  Contact 
and  for  information  on  the 
work  of  the  Scottish  Sensory 
Centre,  please  get  in  touch 
with: 

Marianna  Buultjens 

Coordinator 

Scottish  Sensory  Centre 

Moray  House  Institute  of 

Education 

Heriot-Watt  University 

Holyrood  Road 

Edinburgh  EH8  8AQ 

Tel:  031  558  6501 

Fax:  031  558  6502 


Micros  for 

special 

needs 


Northwest  SEMERC  (Spe- 
cial Education  Micro  Elec- 
tronics Resource  Centre)  is 
to  hold  its  sixth  national 
Micros  for  Special  Needs 
Exhibition,  on  6-8th  October 
1993,atTheQueen  Elizabeth 
Hall,  Oldham,  near  Man- 
chester. 

Attracting  over  2,500  visi- 
tors last  year,  this  specialist 
exhibition  isdesigned  tobring 
manuf-K hirers  of  hardware 
and  software  together  with 
parents  and  children  with 
special  needs 

Complimentary  ticket, 
and  further  information  can 


be  obtained  from  Martin  Lit- 
tler, Director,  Northwest 
SEMERC,  I  Broadbent  Road, 
Watersheddings,  Oldham, 
OL1  4HU.  Tel:  061  627  4469 
Fax:  061  627  2381. 


'Try  IT  For 
Yourself 

The  'Try  ITFor  Yourself  con- 
ference is  a  unique  opportu- 
nity to  experiment  with  a 
wide  range  of  technologies 
designed  forpeople  with  dis- 
abilities. 

The  event  is  being  organ- 
ised in  London  by  The  British 
Computer  Society.  For  more 
information  contact  Jane 
Morrison  on  (071)  242  1941 
ext  233. 
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Sense 

The  National  Deafblind 
and  Rubella  Association 


REGIONAL  OFFICES 
AND  CENTRES 

Sense  East:  The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Regional 
Director:  David  Ford 

Sense  Midlands:  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021-456  1564,  Fax: 
021-452  1656.  Regional  Director: 
John  Hatton 

Sense  South  West:  71-73  Queen 
Street,  Newton  Abbot,  Devon 
TQ12  2AU.  Tel:  0626  64079. 
Regional  Development  Officer: 
Peter  Holman 

Overbridge  Centre:  63  St 

Andrews  Drive,  Glasgow  G41 
5EY.  Tel:  041-423  2064.  Principal: 
Megan  Wilson 

Sense  Trading:  43a  Station 
Approach,  Hayes,  Kent  BR2 
7EB.  Tel:  081-462  1611.  Head  of 
Trading:  Adrian  Barker 

Finance  Centre:  122  Westgate, 
Wakefield,  W.  Yorks  WF1  1XP. 

Head  of  Finance:  Derek  Pernak 


EDUCATIONAL  /  FAMILY 
SUPPORT 

The  Family  Centre:  86 

Cleveland  Road,  Ealing, 
London  W13  0HE.  Tel:  081-991 
0513.  Principal:  Lindy  Wyman 

The  Birmingham  Family 
Centre:  4  Church  Road, 
Edgbaston,  Birmingham  B15 
3TD.  Tel:  021-456  1564. 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre: 

15  Newark  Drive, 
Pollockshields,  Glasgow  G41 
4QB.  Tel:  041-424  3222.  Assistant 
Director:  Joyce  Wilson 

Sense  East  Educational 
Consultancy:  The  Manor 

House,  72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Contact: 
Denise  Ford 

South  West:  Royal  West  of 
England  School  for  the  Deaf,  50 
Topsham  Road,  Exeter  EX2 
4NF.  Tel:  0392  72692.  Advisory 
Teacher:  Phillipa  Clark 
See  inside  front  cover  for  main 
office  addresses 


AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deaf-Blind,  40  Lower 
Drumcondra  Road,  Dublin  9, 
Ireland.  Tel:  0001  300562. 
Contact:  Ray  McLoughlin. 

BRANCH  CONTACTS 

Avon  Parents  Resource:  Derek 
and  Mandie  Lewis,  74 
Pendennis  Park,  Brislington, 
Bristol  BS4  4JN 

East  Anglia  Branch:  Elizabeth 
Royle,  The  Lanterns,  Church 
Lane,  Playford,  Ipswich,  Suffolk 
IP6  9DS.  Tel:  0473  622443 

East  Midlands  Branch:  Mrs 
Avril  Huke,  72  St  Mary's  Lane, 
Louth,  Lines  LN11  0DT. 

Kent  Branch:  Sue  Turner,  Spring 
Grove,  Goudhurst  Road,  Marden, 
Tonbridge,  Kent  TN12  9NW. 

London  North  East  Branch: 

Christine  Taylor,  26  Albion 
Road,  Walthamstow,  London 
El  7  3HZ.  Tel:  081-520  1736 

London  West  Branch:  Josie 
Connolly,  299  West  End  Road, 
South  Ruislip,  HA4  6QS.  Tel: 
081-841  2374 


Midlands  Branch:  Margaret 
Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU. 
Tel:  0203  616962 

Norfolk  Branch:  Anne  Fitz- 
Patrick,  38  Pelham  Road, 
Norwich,  Norfolk,  NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  Site  1, 
Aldergrange  Pk,  Manse  Rd, 
Newtownards,  Co.  Down,  N.I. 
Tel:  0247  822929 

North  West  Branch:  Margery 
Harrison,  6  Tidal  Lane, 
Padgate,  Warrington,  Cheshire 
WA1  3DT.  Tel:  0925  813520 

Nottingham  Branch:  Alison 
Armes,  The  Willows,  142  Main 
Rd,  Watnell,  Notts  NG16  1HA. 

Sense  Cymru:  Hazel  Benjamin, 
8  Forest  View,  Cimla,  Neath, 
West  Glamorgan  SA11  3RS. 
Tel:  0639  637115 

South  West  Branch:  Mary 
Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12 
1 EV.  Tel:  0626  69278 

Yorkshire  Branch:  Pat  Machin, 
10  Mayfield  Avenue,  Bailiffe 
Bridge,  Brighouse,  W.  Yorks 
HD6  4EF.  Tel:  0484  718226 
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From  the  Editor 

As  Christmas  ap- 
proaches and  winter 
sets  in,  last  summer 
seems  a  long  time  ago, 
but  in  late  July  and 
August,  Sense's  holi- 
day programme  was  in 
full  swing. 

Many  different  ac- 
tivities and  exploits 
took  place,  including 
water-skiing  at 

Coldwell  Inn;  climbing 
and  abseiling  in  the 
New  Forest;  enjoying  a 
massage  at  Centre 
Pares;  cream  teas  in 
Devon  and  much, 
much  more. 

None  of  this  could 
have  taken  place  with- 
out the  help  of  160  vol- 
unteers and  the  exper- 
tise of  over  30  leaders 
and  deputies. 

To  add  to  the  ex- 
citement, the  BBC 
filmed  our  tandem  cy- 
cling trip  in  Holland 
for  their  Holiday  Pro- 
gramme. Don't  forget 
to  switch  on  your  TV 
sets  at  7.00  pm  on  Tues- 
day 21st  December  to 
see  the  show. 

(See  page  4  for  more 
information  about  ap- 
plying for  a  holiday  in 
1994). 


Front  cover: 
Justin  Nightingale 
and  Kathy  Tayler  on 
holiday  in  Holland 
this  summer. 
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NEWS 


Sense  HQ  approved  by  royal  appointment 


HRH  The  Princess  Royal,  Princess  Anne,  formally  opened 
the  new  head  offices  of  Sense  at  Finsbury  Park  in  October. 
Even  though  the  visit  happened  a  good  eight  months  after 
staff  first  moved  in,  there  was  still  a  frenetic  level  of  activity 
in  the  weeks  running  up  to  the  visit  to  ensure  the  place 
appeared  in  pristine  condition. 


On  the  big  day,  Wednesday 
October  6th,  nerves  and  ex- 
citement increased  as  the  two 
o'clock  arrival  time  passed 
with  no  sign  of  HRH.  At  last 
at  half  past  two  the  royal 
Daimler  rolled  smoothly  to  a 
halt  in  front  of  the  Finsbury 
Park  office  and  the  Princess 
was  welcomed  by  a  relieved 
Councillor  Anne  Gilman, 
Mayor  of  Islington  and 
Rodney  Clark. 

The  Princess  was  then 
shown  around  the  new  build- 
ing and  introduced  to  staff. 
Liz  Booth,  Head  of  Person- 
nel, and  Alison  Bennett,  Head 
of  Family  Services  conducted 


the  tour.  The  Princess  was 
impressed  with  the  building. 
She  had  a  few  words  for  eve- 
ryone, and  spent  some  time 
with  Fiona  Fountain,  Direc- 
tor of  NCCH. 

Fiona  later  said,  'The  Prin- 
cess mentioned  that  she  was 
furious  when  her  children's 
school  failed  to  notify  her  of  a 
measles  epidemic.  She  felt  this 
was  outrageous  because,  as 
she  said,  they  could  have 
come  home  and  infected  their 
grand-parents!' 

The  Princess  Royal 
awarded  the  Oscar  Myers 
Award  to  Brian  Armstrong  of 
the  Royal  School  for  Deaf 


Children,  Margate,  for  his  dis- 
tinguished contribution  to  the 
education  of  deafblind  chil- 
dren. The  award  was  inaugu- 
rated in  1986  to  honour  Oscar 
'Mike'  Meyers,  who  was  re- 
sponsible for  setting  up  the 
first  deafblind  unit  in  the 
country  and  wrote  the  book, 


'Where  are  they  now?' 

The  Princess  left  the  offices 
to  resounding  applause  from 
all  the  staff  and  visitors.  Said 
Rodney  Clark,  'This  is  just  the 
support  we  need  to  double  our 
efforts  in  campaigning  for  the 
needs  of  multi-sensory  im- 
paired people.' 


The  Princess  Royal  presents  the  Oscar  Myers  Award  to 
Brian  Armstrong. 


National  Science  Museum 
features  'Talking  Hand' 


The  National  Science  Mu- 
seum has  recently  staged  an 
exhibition  which  examines 
the  role  of  new  technologies 
in  improving  communica- 
tion for  disabled  people.  The 
Speak  To  Me  exhibition  was 
opened  by  Professor  Stephen 
Hawking,  author  of  the 
bestselling  'A  Brief  History 
Of  Time'  on  Monday,  Octo- 
ber 4th. 

'I,  and  thousands  like  me, 
have  been  helped  to  commu- 
nicate by  modern  technology. 
This  exhibition  shows  how 
new  technologies  can  help 
give  a  voice  to  people  who 
have  a  lot  to  say'  said  Profes- 
sor Hawking. 

As  a  sufferer  from  motor 
neurone  disease,  a  rare  wast- 
ing condition  of  the  nervous 
system,  the  professor's  only 
means  of  communication  is 
through  a  speech  synthesiser 
operated  by  two  fingers  of  his 
left  hand. 


Included  in  the  exhibition 
is  the  Speaking  Hand,  a  tech- 
nology which  Sense  helped 
to  develop  (see  Talking  Sense 
Summer  1993).  Other  exhibits 
include  the  speech 
synthesiser,  Liberator,  which 
uses  pictures  instead  of  let- 
ters, and  an  electronic  news- 
paper for  the  blind  and  visu- 
ally impaired.  Also  on  dis- 
play are  holograms  demon- 
strating British  Sign  Lan- 
guage. Moving  their  heads 
from  left  to  right,  visitors  can 
see  the  phrases  'I  am  signing' 
and  'Look  at  me'  being  com- 
municated. 

The  exhibition  is  open  to 
the  public  from  Tuesday  Oc- 
tober 5th,  1993  to  Sunday 
January  30th,  1994.  For  more 
information  please  contact 
Heather  Mayfield  or  Anna 
Bunney  at:  The  National  Sci- 
ence Museum,  Exhibition 
Road,  London,  SW7  2DD. 
Telephone  (071)  938  8068. 


Making  Sense  of  a  name 
change  in  Exeter 


The  Exeter  Regional  Resi- 
dential Center,  which  is  cur- 
rently being  built,  has  until 
now  been  known  as 
Bartholomew  Court  but  is 
being  renamed  Andlaw 
House.  The  Post  Office  and 
Fire  Brigade  were  unhappy 
at  the  addition  of  another 
'Bartholomew'  to  the  area  and 
worried  about  the  confusion 
that  might  arise  in  the  provi- 
sion of  services.  Sense  has 
taken  their  advice  and  chosen 
a  new  name  -  it  wasn't  diffi- 
cult to  decide  what  it  should 
be. 

Andlaw  House  is  named 
after  Bernard  Andlaw  who 
was  a  founder  member,  along 
with  Peter  and  Mary  Holman 
and  Barry  Carpenter,  of  the 
Sense  South  West  regional 
group.  This  was  set  up  in  1984 
to  support  people  who  are 
deafblind  and  their  families 
in  the  region.  Bernard  became 
Treasurer,  a  post  he  held  until 


his  death  in  1991.  He  was  a 
very  enthusiastic  Sense  sup- 
porter, involved  in  all  the 
group's  activities  and  a  keen 
fundraiser.  He  began  what  is 
now  an  annual  appearance  at 
The  Royal  Cornwall  Show, 
where  this  year  HRH  Prin- 
cess Anne  visited  the  Sense 
marquee.  It  seems  fitting  to 
recognise  Bernard's  enor- 
mous contribution  to  Sense 
South  West  by  naming  the 
region's  residential  centre  for 
young  deafblind  adults  after 
him. 

Andlaw  House  is  pro- 
gressing well.  The  building  is 
going  according  to  schedule. 
The  ground  floor  is  completed 
and  the  first  floor  is  well  ad- 
vanced. It  is  planned  that  the 
roof  should  be  on  before  the 
worst  of  the  winter  weather 
sets  in. 

Hilary  Pegler 

SW  Appeals  Director 
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Getting  set  for  holidays  1994 


Sense's  Summer  Holiday  Brochure  for  1994  will  be  out 
around  Christmas  time.  With  a  large  number  of  applica- 
tions, this  vear  for  the  first  time  we  have  had  to  think  about 
the  issue  of  prioritising  holiday  spaces.  Having  consulted 
various  groups,  including  the  Family  Forum  and  Adult 
Services  Special  Interest  Group,  we  have  decided  on  the 
following  action  for  allocating  holidays  in  1994. 


Places  will  be  allocated  on  a 
first-come-first-served  basis, 
and  application  forms  will  be 
numbered  and  dated  on  ar- 
rival. We  will  keep  a  small 
number  of  places  in  contin- 
gency" for  anv  emergency  res- 
pite needed.  This  is  a  major 
change  in  policv  and  will  of 
course  be  fullv  explained  on 
the  application  form. 

In  order  to  ease  the  situa- 
tion, a  number  of  other  meas- 
ures will  be  brought  into  op- 
eration. We  will  attempt  to 
raise  the  number  of  places 
available  overall  -  this  will 


require  income  generation 
and  we  have  identified  three 
clear  ways  to  tackle  this: 

•  Raise  the  level  of  holiday 
fees  charged  to  Social  Serv- 
ices to  a  level  more  con- 
sistent with  market  rates, 
and  also  build  up  stronger 
relationships  with  Social 
Services  Departments. 

•  F>iscontinue  the  gift  to  vol- 
unteers in  the  form  of  a  T 
shirt. 

•  Discontinue  the  2  week 
holidav. 


Training  for  intervenors 


In  September  the  Sense  Mid- 
lands Regional  Advisory 
Team  had  their  second  resi- 
dential course  for 
intervenors.  Twelve  people 
attended  the  course,  includ- 
ing a  participant  from  Nor- 
wav  who  was  running  an 
intervenor  project  and  was 
interested  in  our  approach  to 
training  here. 

Most  of  the  participants 
were  nursery  nurses  who  had 
been  assigned  a  deafblind 
child  to  work  with  on  a  one-to- 
one  basis,  a  few  were  em- 
ployed as  intervenors.  The 
group  were  exceedingly  en- 
thusiastjc  when  partaking  in 
practical  activities,  simulation 
games  and  group  discussions. 

The  course  content  in- 
cluded the  role  of  the 
intervenor,  communication, 
tactile  defensiveness,  work- 
ing with  families  and  devel- 
oping fet<ling  skills.  The  week 
ended  with  a  practical  swim- 
ming session  for  a  group  of 
young  multisensory  impaired 
children  for  which  the  course 


participants  devised  teaching 
programmes  applying  infor- 
mation they  had  received 
throughout  the  week.  One 
participant  who  was  work- 
ing with  a  young  deafblind 
adult  spent  time  in  our  adult 
services  department  to  gain 
experience  of  the  work  we  are 
doing  with  the  deafblind 
adults  at  Sense  Midlands. 

The  evaluations  com- 
pleted by  each  participant  at 
the  end  of  the  week  were  ex- 
tremely positive,  many  re- 
questing a  follow-up  course 
which  we  are  hoping  to  hold 
in  September  1994. 

The  next  intervenor  week 
will  be  from  6  -  10  June  1994 
and  we  plan  to  have  a  similar 
programme  to  the  previous 
course.  If  you  would  like  any 
information  concerning  this 
or  anything  to  do  with  inter- 
venors, please  contact  Jenny 
Fletcher  or  Krysfyna  Cieslik 
at  Sense  Midlands, 
4  Church  Road,  Edgbaston, 
Birmingham  B15  3TD. 
Tel:  021-456  1564 


We  have  always  given  a  low 
prioritv  to  offering  holidays 
to  people  at  Sense  East  and 
Sense  Midlands,  as  well  as 
people  at  Poolemead, 
Overbridge  and  Henshaws, 
and  will  add  to  this  all  Sense 
Group  Homes,  including 
Stevenage  and  Reading. 


To  enable  us  to  make  these 
decisions,  we  consulted  widely 
on  potential  criteria  for  allo- 
cating on  a  needs-led  basis. 
We  were  unable  to  reach  a 


conclusion  on  this,  and  felt 
that  more  information  was 
needed  from  mctividuals  about 
existing  levels  of  support.  For 
1994  we  will  include  a  ques- 
tionnaire about  other  support, 
holiday  and  respite  provision, 
to  enable  us  to  look  at  realistic 
criteria  for  any  future  debate. 

Our  holiday  brochure  and 
application  form  for  1994 
will  be  sent  to  anyone  that 
has  applied  for  a  holiday  in 
the  last  two  years.  If  you  don't 
fall  into  this  category,  but 
would  like  to  receive  our  bro- 
chure, or  know  anyone  else 
that  would  like  one  please 
phone  or  write  to  Lucinda 
Dowson,  Holiday  Officer  at 
Sense  HQ,  who  will  ensure 
vou  are  put  on  the  mailing 
list 


The  Sensus 
-  an  update 


Sense  has  been  compiling  a 
database  from  our  new  fact 
sheet,  the  Sensus,  which  has 
recentlv  gone  out  to  all 
known  Sense  families. 

About  500  Sensus  forms 
have  been  posted,  with  120 
replies  received  so  far.  Thank 
vou  all  for  responding. 

Some  interesting  trends 
seem  to  be  emerging:- 

1  |  There  appears  to  be  a  pro- 
portionately higher 
number  than  expected  of 
more  than  one  child  with 
Usher  per  family.  This  is 
important  information,  if 
it  is  correct,  as  it  may 
throw  some  more  tight 
on  inheritance  mecha- 
nisms. 

[  2  |  People  with  Type  2  Usher 
(those  who  have  partial 
hearing)  appear  to  form 
a  higher  proportion  of  the 


total  Usher  population 
than  previous  figures 
have  suggested. 

j  3  1  Over  50°  o  of  respondents 
do  not  know  what  type 
of  Usher  they  have.  This 
basic  information,  which 
should  have  been  given 
at  diagnosis,  is  still  sadly 
lacking. 

Your  information  is  very  im- 
portant. If  you  have  received 
a  Sensus  and  have  not  re- 
turned it,  please  do  so  as  soon 
as  possible. 

Lost  your  Sensus?  Never 
received  a  Sensus  and  don't 
know  what  I'm  talking  about? 
-  please  contact  me  and  111 
send  you  one. 

Thank  you. 

Man  tin  Kilsby, 
Support  Worker 
Sense  Usher  Services 
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Campaigning  at  the 
conference 


Sense  led  a  consortium  of  national  disability  organisations  in  calling  for  freedom 
from  discrimination  for  disabled  people  at  this  year's  political  party  conferences.  The 
consortium  of  fourteen  disability  and  carers  organisations  joined  together  for  the 
first  time  to  campaign  for  anti-discrimination  legislation  for  disabled  people  to  be 
enacted  as  soon  as  possible.  This  followed  an  unsuccessful  Commons  attempt  to  do 
so  earlier  in  the  year. 


The  consortium  produced  a 
newspaper,  The  Disability 
Daily,  for  each  of  the  Conserva- 
tive,  Labour  and  Liberal 
Democrat  conferences  which 
was  distributed  free  to  confer- 
ence delegates.  The  newspa- 
pers included  articles  on  key 
debates  at  the  conferences  such 
as  social  security,  health,  edu- 
cation and  employment  as 
wellasguest  articles  from  MPs, 
Ministers,  celebrity  supporters 
and  disabled  people  and  their 
carers.  The  newspapers  and 
Disability  Daily  stall  attracted 
a  great  deal  of  interest  from 
conference  delegates,  MPs  and 
the  media  and  ensured  that 
debates  in  the  seaside  confer- 
ence halls  took  place  within  a 
climate  of  awareness  about 
disability  issues. 


Sense  took  the  lead  in  or- 
ganising the  campaigning  ini- 
tiative, giving  the  organisa- 
tion and  deafblindness  a 
prominent  profile  in  the  dis- 
ability and  political  sector. 
Sense  campaigns  officer, 
Bernard  Donoghue,  who 
chaired  the  consortium  and 
edited  the  newspaper,  said 
'The  Disability  Daily  consor- 
tium provided  a  welcome 
opportunity  for  disability  or- 
ganisations to  unite  around 
one  campaigning  theme  -  anti- 
discrimination and  to  lend  a 
strong  and  authoritative  voice 
to  the  calls  for  such  legisla- 
tion. Disability  organisations 
through  their  co-operation 
were  able  to  force  politicians 
to  talk  on  our  agenda  and  on 
our  terms.' 
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Liberal  Democrat  leader  Paddy  Ashdown  helps  out  on 
The  Disability  Daily  stall. 


Labour  leader  John  Smith  meets  members  of  the 
consortium. 


The  Disability  Daily  con- 
sortium which  included 
Deaf  Accord,  The  Spastics 
Society,  MIND,  Mencap, 
RNIB  and  Carers  National 
Association,  was  visited  by 
a  number  of  key  politicians 
during  the  conferences.  At 
the  Conservative  conference 
consortium  members  met 
with  the  Prime  Minister's 
wife  Norma  Major,  Health 
Secretary  Virginia 

Bottomley,  Social  Security 
Secretary  Peter  Lilley,  Em- 
ployment Secretary  David 
Hunt  and  a  number  of  other 
Ministers.  In  Brighton  La- 
bour leader  John  Smith, 
health  spokesperson  David 
Blunkett,  education  spokes- 
person Ann  Taylor  and 
transport  spokesperson  John 


Prescott  took  time  out  from 
the  debates  to  meet  with 
group  members.  At  the  Lib- 
eral Democrats  conference 
Party  leader  Paddy  Ashdown 
staffed  the  phones  on  the  stall 
and  health  spokesperson  Liz 
Lynne  and  social  security 
spokesperson  Archy 

Kirkwood  lent  practical  sup- 
port by  distributing  the  news- 
papers. 

It  is  hoped  that  the  success 
of  the  Disability  Daily  initia- 
tive can  be  repeated  again  next 
year  and  Sense  has  already 
been  able  to  usefully  build  on 
some  of  the  contacts  estab- 
lished at  the  conferences. 

Copies  of  The  Disability 
Daily  are  available  from 
Bernard  Donoghue  at  Sense. 
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News  from 
the  North  East 


This  piece  is  intended  as  an  introduction  to  a  series  of  articles  to  appear  in  Talking 
Sense  which  will  examine  the  work  of  the  North  East  Consortium  GEST  29192  Project 
(known  as  SINE,  Sensory  Impairment  North  East),  which  has  been  funded  through  the 
Department  For  Education  to  improve  services  for  deafblind  children  in  the  North 
East  of  England.  We  have  been  operational  since  September,  1992,  and  in  that  time 
we  have  created  a  new  regional  scheme  for  deafblind  children  which  provides  a  wide 
range  of  services  to  five  very  different  local  education  authorities  in  the  north  east 
region:  Sunderland,  South  Tyneside,  Gateshead,  Cleveland  and  Durham  (Fig  1).  By 
David  Etheridge,  SINE  Project  Coordinator. 


The  aim  of  the  Project  is  to  improve  the  qual- 
ity of  life  for  deafblind  children  in  the  area 
covered  bv  our  Consortium  and  we  have  set 
out  to  do  this,  not  by  creating  a  service  parallel 
to  the  considerable  expertise  and  significant 
provision  already  available  at  a  local  level, 
but  rather  bv  extending  and  enriching  that 
provision.  There  is  already  a  great  deal  of 
expertise  in  the  North  East.  Durham  and 
Cleveland  Local  Education  Authorities  have 
well-established  advisory  teachers  with  spe- 
cific responsibility  for  deafblind  children. 
Sunderland  Social  Services  host  a  unique 
deafblind  forum  and  have  an  officer  whose 
job  is  solely  related  to  the  needs  of  deafblind 
clients.  The  educational  support  services 
have  experience  of  working  with  deafblind 
children  as  do  the  regional  health  authorities. 
Last  but  certainly  not  least,  the  Northern 
Counties  School  for  the  Deaf  has  a  history  of 
making  educational  provision  available  to 
these  children  both  on  a  regional  and  a  na- 
tional basis.  We  were  certainly  not  alone 
when  we  started  our  work. 

Much  of  the  first  year  was  taken  up  with 
locating  deafblind  children  in  the  region 
and  working  with  those  children,  their  par- 
ents and  existing  services  to  find  out  how 


best  the  project  could  help  to  raise  the  qual- 
ity of  life  for  those  children.  Finding  an 
acceptable  but  understandable  definition  of 
our  children  has  been  a  real  problem.  For  the 
layman  the  most  difficult  concept  to  under- 
stand is  that  many  deafblind  children  have 
sight  and/  or  hearing  but  may  find  that  they 
are  not  able  to  use  these  senses  effectively. 
We  are  gradually  raising  awareness  of 
children  who  are  unable  to  function  effec- 
tively through  the  use  of  their  distance  senses 
when  combined  with  additional  and  often 
multiple  and  profound  learning  difficulties. 
We  have  therefore  been  careful  to  point  out 
that  for  many  of  our  children  it  might  be 
difficult  to  tell  whether  they  are  using  or 
have  use  of  sight  and  hearing  and  conse- 
quently should  be  considered  to  be  deafblind. 
There  is  still  much  more  work  to  do  in  rais- 
ing awareness  and  understanding  but  we 
are  now  beginning  to  see  a  greater  recogni- 
tion of  the  needs  of  these  children.  In  the 
DES  Policy  Statement  of  March,  1989,  22 
deafblind  children  were  identified  in  the 
whole  of  the  Northern  region.  Our  initial 
survey  between  October,  1992  and  January, 
1993  identified  160  children.  We  expect  our 
next  survey  to  see  a  considerable  increase  in 
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these  numbers. 

Without  the  Northern  Counties  School 
for  the  Deaf,  our  progress  would  not  have 
been  as  rapid  as  it  has  been.  Through  this 
partnership  we  have  developed  and  opened 
a  purpose-built  regional  advisory  and  as- 
sessment centre  in  which  the  project  is  based. 
The  main  services  that  we  have  been  able  to 
provide  so  far  have  been:  educational  as- 
sessment; educational  advice  and  support; 
educational  training;  and  related  Research 
and  Development.  Over  the  succeeding  is- 
sues of  Talking  Sense  we  will  address  each  of 
these  areas  in  turn,  looking  at  the  work  we 
have  already  undertaken  and  the  ways  in 
which  we  expect  these  services  to  develop 
over  the  remaining  period  of  the  project 
(funded  until  the  end  of  March  1995)  and 
beyond.  However,  although  we  will  be  ad- 
dressing each  area  separately  it  is  important 
to  stress  that  all  areas  feed  into  and  off  each 
other  (fig  2).  They  form  a  logical  sequence  of 
service  provision,  although  quite  often  the 
dividing  lines  are  very  blurred  indeed. 

Training  is  vital 

Advisory  working  with  parents,  teachers 
and  other  professionals  can  either  be  com- 
plete in  itself,  if  educational  assessment  has 
been  undertaken  and  there  is  accurate  infor- 
mation about  that  child's  abilities,  or  can 
lead  into  a  period  of  educational  assess- 
ment. Assessment  in  turn  will  lead  back  into 


advisory  and  support  work  to  help  to  estab- 
lish that  child'  s  educational  needs  in  an 
appropriate  environment.  Training  at  this 
stage  is  vital  if  those  working  with  the  child 
are  to  acquire  and  /or  develop  the  skills 
needed  to  enable  the  child  to  achieve  his/ 
her  full  educational  potential.  What  is  al- 
ways in  our  minds  is  the  need  of  the  child 
concerned  and  since  all  children  are  indi- 
viduals, provision  is  and  will  be  infinitely 
variable. 
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Figure  2 
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The  Project  has  been  involved  in  a 
number  of  specifically  local  developments 
designed  to  improve  services  for  deafblind 
children.  In  Sunderland  LEA  sensory  stimu- 
lation facilities  have  been  made  available  to 
pre-school  deafblind  children,  their  par- 
ents and  the  LEA  sensory  support  team  in 


Figure  1 


The  North  East  Region 

Consortium  of  LEAs 


^uth  Tyneside 
Sunderland 


Cleveland  LEA,  Durham  LEA,  Gateshead  LEA,  South  Tyneside  LEA  Sunderland  LEA 
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Working  with 
individual  children  in 
the  North  East 


the  dav  nursery  at  the  Durham  Road 
child  development  centre.  A  sensory  envi- 
ronment has  been  created  using  water  as  a 
major  medium  and  also  using  light,  sound 
and  smell  as  part  of  an  integrated  sensory 
experience.  The  room  is  available  for  therapy, 
educationalprogramm.es  and  assessment  of 
children.  The  day  nursery  is  the  major  pre- 
school provision  for  deafblind  children  in 
the  city  but  is  additionally  useful  for  learn- 
ing difficulties. 

In  Cleveland  LEA  pre-school  provision 
has  also  been  developed  by  enhancing  the 
service  available  to  children  and  parents  in 
the  N'orth  Tees  region.  A  light  stimulation 
room  has  been  equipped  specifically  for  the 
use  of  deafblind  children,  and  development 
time  provided  for  the  teacher  in  charge  to 
plan  and  establish  a  day  nursery  provision 
which  has  acted  as  an  important  resource 
for  deafblind  children  and  their  parents  in 
Cleveland. 

In  Gateshead  LEA  a  named  teacher  in 
each  of  the  two  schools  for  pupils  with  se- 
vere learning  difficulties  has  been  identified 
and  development  time  of  ten  days  per  term 
per  school  provided  for  those  staff.  That 
time  has  been  used  in:  liaison  with  agencies; 
identification  and  assessment  of  and  pro- 
gramme planning  for  deafblind  pupils;  co- 
ordination of  interdisciplinary  expertise; 
professional  development  of  staff;  attend- 
ance at  monthly  consultation  meetings  with 
the  existing  liaison  support  services;  review 
of  provision  and  use  of  equipment;  indi- 
vidual contact  time  with  deafblind  pupils; 
and  dissemination  of  relevant  information. 
Durham  LEA  have  just  started  their  work 


and  are  developing  a  resource  base  for  par- 
ents of  deafblind  children,  providing  mate- 
rials to  develop  sensory  functioning,  and 
making  available  in-service  tiaining  for  all 
professionals  supporting  deafblind  children 
in  the  LEA. 

We  still  have  a  long  way  to  go  to  have  a 
lasting  and  significant  effect  on  the  quality 
of  life  of  deafblind  children  in  the  North 
East.  However,  we  are  already  beginning  to 
have  a  positive  impact  which  an  additional 
year  of  funding  will  allow  us  to  build  on 
and,  although  we  realise  that  much  of  our 
work  has  been  determined  by  conditions 
specific  to  the  North  East  of  England,  we 
hope  that  some  of  our  experiences  will  be  of 
interest  to  others.  If  you  would  like  more 
information  about  the  project  please  contact 
David  Etheridge  at  the  Regional  Centre  on 
091-281  2857. 


The  SINE  team: 
(left  to  right)  Ruth 
Farrow,  June  Allen, 
David  Etheridge, 
Patsy  McHugh,  Tracy 
Starforth. 
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Going  for  GEST 


Help  us  campaign  for  a  second  three-year  GEST  project  to  support  the  education  of 
deaf  blind  children.  We  need  the  help  of  all  of  our  readers  in  campaigning  for  a  repeat 
of  the  government-funded  GEST  scheme  to  support  the  education  of  deaf  blind 
children  through  local  education  authorities. 


The  present  GEST  scheme  was  so  successful 
during  the  first  year  that  the  Minister  for 
Education  approved  a  third  year  of  funding 
which  will  take  the  project  through  to  April 
1995.  By  that  time  32  local  education  au- 
thorities working  through  eight  consortia 
will  have  received  grants  of  £6.2  million  to 
support  their  efforts  to  enhance  the  educa- 
tion of  children  with  multi-sensory  impair- 
ment. 

The  success  of  the  scheme  overall  can  be 
judged  by  the  fact  that  only  half  way  through 
the  three-year  project  over  1,700  teachers, 
interveners,  classroom  assistants,  care  work- 
ers and  parents  have  received  some  form  of 
training  in  the  care  and  education  of  chil- 
dren with  multi-sensory  impairment.  In 
addition,  the  understanding  of  the  educa- 
tional difficulties  of  children  with  multi- 
sensory  impairment,  from  those  who  are 
most  severely  impaired  through  to  those 
who  may  be  in  mainstream  schools  but  still 
need  very  specialised  support  and  help,  has 
resulted  in  many  more  children  with  multi- 
sensory  impairment  being  identified .  In  1986 
the  Department  of  Education  and  Science 
thought  that  there  were  about  800  children 
throughout  England  up  to  the  age  of  19.  So 
far,  with  another  18  months  to  go,  more  than 
900  have  been  identified  within  only  32  LE  As. 
If  we  consider  the  numbers  which  might  be 


found  in  the  other  76  LEAs  which  are  not 
being  funded  it  is  likely  that  we  would  be 
talking  about  2,900  children.  It  is  because  we 
know  that  there  are  many  children  out  there 
who  have  not  received  particular  support 
that  we  are  campaigning  for  a  repeat  of  the 
present  GEST  programme  to  allow  the  au- 
thorities who  were  not  supported  in  the  first 
round  to  provide  similar  benefits  to  the  MSI 
children  in  their  regions. 

If  you  live  in  an  authority  which  is  not 
within  the  present  GEST  programme,  we 
would  like  you  to  write  and  ask  your  Mem- 
ber of  Parliament  to  write  to  the  Minister  of 
Education  and  persuade  him  to  extend  this 
GEST  programme  for  the  education  of 
deafblind  children  for  a  further  three  years. 
Your  Member  of  Parliament  will  need  to 
know  the  arguments  in  support  of  this  re- 
quest and  these  are  listed  below.  It  may  be 
helpful  to  send  a  copy  of  this  article  to  your 
MP  when  you  make  your  request. 

1  The  present  GEST  programme  has  proved 
to  be  very  successful  and  this  was  recog- 
nised through  the  extension  of  the  grant 
for  a  third  year  up  to  April  1995. 

2  The  present  GEST  programme  is  devel- 
oping a  pattern  of  permanent  educational 
provision  within  the  eight  regions  in- 
volved, covering  32  local  education  au 
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GEST  funding 
helped  to  pay  for 
the  work  of 
intervenors  in 
Staffordshire, 
Hereford  & 
Worcester  and 
Shropshire. 


thorities.  A  repeat  of  the  project  would 
result  in  a  countrywide  network  which 
would  secure  educational  provision  for 
deafblind  children  in  the  future. 

3  LE  As  have  proved  their  interest  and  com- 
mitment in  helping  deafblind  children  in 
that  the  existing  GEST  programme  was 
over-subscribed,  i  e:  66  local  education 
authorities  made  bids  amounting  to  £3.8 
million. 

4  In  line  with  the  DES  policy  statement 
'Educational  Provision  for  Deaf-Blind 
Children'  published  in  March  1989,  the 
present  GEST  programme  has  shown  it 
necessary  to  have  some  residential 
schools,  some  day  provision  in  units  or 
special  schools,  and  also  outreach  serv- 
ices for  children  in  pre-school  years  or  in 
mainstream  schools.  Not  to  repeat  the 
programme  for  a  further  three  years 
would  ignore  the  special  educational 
needs  of  a  large  number  of  children  in 
over  70  local  education  authorities  who 
did  not  benefit  from  the  present  GEST 
scheme. 

5  The  present  GEST  programme  has  not 
only  supported  children  with  multi-sen- 
sory impairment,  but  it  has  also  influ- 
enced in  a  major  way  the  educational 
provision  being  made  in  SLD  schools  for 
children  with  a  range  of  other  profound 
handicaps,  therefore  a  repeat  of  the  pro- 
gramme would  also  support  a  much  larger 
group  of  profoundly  handicapped  chil- 
dren in  need  of  similar  developmental 
education. 


6  The  LE  As  which  did  not  benefit  from  the 
present  GEST  scheme,  particularly  the  34 
whose  proposals  were  rejected,  are  only 
waiting  for  some  financial  support  from 
the  government  in  order  to  put  their  com- 
mitments into  practice.  It  would  be  right 
and  proper  from  every  point  of  view  for 
this  programme  to  be  repeated  to  secure 
the  aims  and  objectives  which  were  laid 
out  in  the  Department  of  Education  and 
Science's  own  policy  statement. 

In  the  near  future  Sense  will  be  making  a 
submission  to  the  Department  of  Education 
requesting  a  repeat  of  the  existing  GEST 
programme.  This  will  be  based  in  the  main 
on  the  same  arguments  offered  above.  We 
have  also  written  to  all  the  chairs  of  educa- 
tion and  officers  for  special  education  in 
LEAs  not  involved  in  the  present  GEST 
scheme  enlisting  their  support  through  their 
councillors  and  MPs  for  a  continuation  of 
the  scheme. 

Without  any  doubt  the  arguments  in  sup- 
port of  a  repeat  of  the  scheme  are  much 
stronger  than  those  which  we  offered  when 
we  originally  asked  for  support  from  the 
government,  and  I  am  confident  that  with 
your  help  our  campaign  will  ensure  that 
Sense's  submission  for  a  repeat  of  the  three- 
year  programme  will  be  seriously  consid- 
ered. We  made  it  happen  once,  let  us  put  our 
best  efforts  into  making  it  happen  again. 


Charles  Byrne 
Educational  Consultant 
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The  idea  of  intervention  is  essentially  a  simple  one.  However  efforts  to  define  the 
concept  have  proved  difficult,  mainly  because  people  have  tried  to  include  factors 
which  relate  to  its  application  not  description.  This  is  further  complicated  by  the 
choice  of  the  word  'intervention'.  Over  the  next  two  issues  we  look  at  the  definition 
of  intervention  and  its  application  around  the  regions. 


Does  the  word  intervention  have  a  magical 
significance?  On  consulting  the  dictionary 
it's  defined  as  'coming  in  between  others', 
or  to  'interfere  or  interpose'  -  neither  of 
which  wholly  describe  the  way  in  which 


intervention  is  used  within  Sense. 

To  understand  intervention  in  its  sim- 
plest form  we  must  first  look  at  the  role  our 
eyes  and  ears  perform.  They  provide  us 
with  the  information  to  understand  our 
environment  and  make  informed  choices 
about  the  way  we  live  our  lives.  This  then 
defines  the  role  of  an  intervenor  -  the  pro- 
vider of  information  about  a  deafblind  per- 
son's world,  enabling  him  or  her  to  under- 
stand their  environment  and  make  intelli- 


gent decisions. 

All  deafblind  people  need  intervention  to 
a  degree  and  in  a  lot  of  cases,  the  intervenor 
does  not  only  provide  the  information,  but 
also  the  motivation  to  act. 

Intervention  was  chosen  as  a  reasonably 
accurate  means  of  describing  a  way  of  work- 
ing with  deafblind  people.  Intervention  was 
not  suddenly  invented,  it  was  a  gradual 
evolution  instigated  by  a  practical  need  to 
maintain  the  skill  levels  of  people  who  are 
deafblind  in  between  more  formal  educa- 
tion. At  some  stage  in  the  process  it  became 
necessary  to  call  it  something  -  it  could  easily 
have  been  enabler,  mediator  or  assistant. 
The  important  thing  to  remember  is  that  the 
process  did  not  stem  from  the  word:  rather 
the  word  was  imposed  on  the  process. 

Defining  the  application  of  the  role  of  an 
intervenor  is  much  more  complex  (it  is  inter- 
esting to  note  that  several  workers  have 
suggested  that  the  first  intervenor  in  a 
deafblind  person's  life  is  their  mother) .  Much 
thought  has  been  given  as  to  how  the  work 
of  an  intervenor  differs  from  that  of  a  key 
worker,  teacher,  guide  help,  parent  etc.  as 
there  are  aspects  of  intervention  in  the  job 
description  of  all  these  professions. 

The  descriptions  over  the  next  few  pages 
of  how  the  role  of  intervenor  has  developed 
in  different  regions  to  suit  their  own  particu- 
lar needs  probably  illustrates  the  diverse 
nature  of  the  role  far  more  accurately  than 
any  agreed  definition  . 
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The  intervenor  provides  individual  support  for  a  deafblind  child  to  enable 
effective  communication  and  the  receipt  of  clear  information.  The  role  of  the 
intervenor  is  to  enable  the  child  to  take  full  advantage  of  learning  and  social 
experiences  and  to  gain  fuller  access  to  the  environment  and  the  schools 
curriculum. 

In  conjunction  with  other  professionals  and  the  family  the  intervener's  role  concerns 
assistance  with  all  areas  of  learning  including: 

■  providing  opportunities  for  the  child  to  gain  access  to  the  curriculum 

■  assisting  in  the  implementation  of  a  programme  of  sensory  stimulation 

■  assisting  in  the  development  of  an  appropriate  communication  system 

■  assisting  in  the  promotion  of  independence  activities,  e.g.  feeding,  mobility  etc. 

■  providing  opportunities  for  the  child  to  make  choices  and  decisions 

■  providing  appropriate  opportunities  and  motivation  for  social  interaction 

This  work  will  involve  the  intervenor  in: 

■  working  in  close  co-operation  with  other  professionals  to  promote  the  transfer  to 
specialist  skills  and  activities  between  different  situations  encountered  by  the  child 
and  family 

■  maintaining  simple  records  to  assist  with  the  assessment  of  the  child's  ability  and 
progress 

■  assisting  with  the  organisation  and  supervision  of  group  curricular  activities 
outside  the  classroom,  e.g.  swimming,  educational  visits  etc. 
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The  application 


Staffordshire  LEA  led  a  successful  bid  for  funding  from  the  GEST  project  with  its 

neighbouring  authorities  of  Hereford  &  Worcester  and  Shropshire.  Together  they 

have  used  the  money  to  set  up  an  intervenor  project  within  their  local  schools. 

Over  the  next  few  pages  they  describe  how  and  why  the  project  was  set  up,  and 

assess  the  benefits  both  for  staff  and  pupils. 
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The  consortium 
'borrowed'  the 
Canadian  concept 
of  intervention, 
then  developed 
their  own 
definition. 


When  it  was  realised  that  Government 
money  was  to  be  made  available  for  a  three 
year  project  for  the  development  of  educa- 
tion services  to  deafblind  children  from  April 
1992,  RNIB  called  a  meeting  at  RNIB 
Condover  Hall  School  of  their  neighbouring 
LEAs  to  explore  the  possibility  of  them  sub- 
mitting a  bid  for  some  of  this  money  as  a 
consortium.  It  was  agreed  that  a  bid  would 
be  submitted  and  that  Staffordshire  would 
be  the  lead  authority.  It  was  a  bid  based 
broadly  on  Staffordshire's  experience  of  try- 
ing to  provide  support  for  deafblind  chil- 
dren who  were  currently  placed  in  LEA 
schools  for  children  with  severe  learning 
difficulties.  Because  of  the  rural  nature  of 
the  three  authorities  involved:  Staffordshire, 
Shropshire  and  Hereford  &  Worcester,  it 
was  not  envisaged  that  there  would  be  any 
great  change  to  the  provision  offered.  Num- 
bers of  children  were  likely  to  be  small  and 
geographically  spread  so  a  unit-type  provi- 
sion was  judged  inappropriate. 

The  bid  was  successful  and  work  began 
in  early  1992  to  plan  how  the  provision  set 
out  in  the  bid  was  to  be  implemented.  Nei- 
ther Shropshire  nor  Hereford  &  Worcester 
had  any  real  idea  of  the  likely  numbers  of  the 
children  involved  in  their  counties  so  an 
audit  of  numbers  and  educational  provision 
was  the  first  thing  to  be  organised  in  those 
two  counties.  This  was  undertaken  by  the 
RNIB  Adviser  for  Deafblind  Education,  us- 
ing as  a  basis  criteria  for  identification  that 
had  been  established  by  Birmingham  LEA. 
Many  children  were  seen  in  both  counties, 
particularly  in  their  schools  for  children  with 
severe  learning  difficulties.  Some  children 
of  pre-school  age  were  also  seen  and  all 
children  were  assessed  using  basic  func- 
tional assessments  of  hearing  and  vision 
and  the  school's  assessment  of  developmen- 
tal level.  A  survey  was  also  undertaken  in 
Staffordshire,  where  there  already  was  a 
teacher  in  post  qualified  on  the  MSI  course 
at  Birmingham  University,  so  the  survey  in 
that  authority  was  less  formal  and  took  on  a 
more  'second  opinion'  type  of  perspective. 


Numbers  of  deafblind  children  were  iden- 
tified in  both  counties  and  various  recom- 
mendations were  made  as  to  the  way  for- 
ward. It  was  decided,  within  the  consor- 
tium, to  adopt  a  policy  of  intervention  to 
enable  the  children  identified  to  be  more 
fully  integrated  into  their  current  LEA 
schools.  Intervention  is  much  used  with 
deafblind  children  and  young  adults  in 
Canada  and  it  was  further  decided  to  adopt 
and  adapt  the  Canadian  concept  of  working 
within  the  schools  for  children  with  severe 
learning  difficulties. 

Intervenors  were  appointed  to  individual 
children  and  week-long  residential  training 
courses  were  instituted  at  Pathways,  the 
deafblind  department  at  RNIB  Condover 
Hall  School.  These  courses  had  input  from 
both  teaching  and  care  staff  at  Condover 
and  from  Jenny  Fletcher  from  Sense  Mid- 
lands. Follow-up  training  for  the  intervenors 
has  also  been  held  in  each  of  the  authorities 
on  a  regular  basis  through  seminars  and 
study  days.  In  addition,  a  day  conference  for 
professionals  from  the  three  authorities  was 
held  at  the  end  of  the  first  year  of  the  project. 

'Intervention  works'  is  the  firm  call  from 
Canada  but  there  is  little  evaluation  there  to 
back  up  this  belief.  It  is  important  that  evalu- 
ation of  this  new  initiative  takes  place  dur- 
ing the  project  so  that  justification  for  the 
methodology  is  in  place  when,  as  is  likely, 
the  local  authorities  have  to  assume  respon- 
sibility for  the  funding  of  the  provision  at  the 
end  of  the  first  three  years  in  April  1995.  To 
this  end  contact  has  been  made  with  the 
state  of  Utah  in  the  USA  which  is  the  only 
state  in  the  USA  to  use  the  intervention 
model,  albeit  with  pre-school  children.  A 
copy  of  their  validation  report  has  been  ob- 
tained and  is  being  studied  to  see  whether  it 
can  be  used  as  the  basis  of  an  evaluation 
exercise  for  the  project  in  the  Staffordshire- 
led  Consortium. 


Jonathan  Griffiths 

RNIB  Adviser  for  Deafblind  Education 
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After  attending  the  multi-sensory  impaired 
course  at  Birmingham  University  in  1989-90 
I  returned  to  a  newly  developed  post  in  the 
Staffs  LEA  Advisory  Service  for  hearing 
impaired  and  visually  impaired  children. 
This  involved  working  in  the  county  special 
schools  for  children  with  severe  learning 
difficulties,  supporting  children  who  are 
hearing  impaired,  visually  impaired  and 
multi-sensory  impaired.  I  quickly  realised 
that  my  support  was  inadequate  in  terms  of 
providing  access  to  learning  experiences. 
These  children,  although  appropriately 
placed  in  terms  of  their  learning  difficulties, 
are  integrated  into  an  environment  and  pre- 
sented with  learning  experiences  not  (un- 
derstandably) exclusively  designed  with  the 
needs  of  sensory  impaired  children  in  mind. 
Therefore,  in  the  spirit  of  the  1981  Education 
Act,  the  resources  should  be  taken  to  these 
children  which  would  enable  them  to  learn 
in  the  most  appropriate  way.  But  how  was 
this  possible  with  a  very  large  case  load  of 
sensory  impaired  children,  which  included 
eight  children  who  were  multi-sensory  im- 
paired. 

At  the  time  three  of  these  children  were  of 
pre-school  age,  and  one  was  now  function- 
ing as  a  hearing  impaired  child.  The  remain- 
ing four  were  attending  severe  learning  dif- 
ficulty schools. 

I  requested  resources  for  these  children  in 
the  form  of  special  welfare  assistants,  to 
provide  support  under  my  guidance  which 
would  give  them  enhanced  opportunities  to 
benefit  from  the  curriculum  provided.  This 
request  was  sympathetically  received,  but 
of  course,  there  were  no  resources. 

That  was  in  1990.  Late  in  the  summer 
term  of  1991,  my  head  of  service,  Malcolm 
Garner  and  I  became  aware  of  the  GEST 
funding  for  the  benefit  of  deafblind  chil- 
dren. During  the  first  week  of  the  autumn 
term  the  Staffordshire,  Hereford  and  Worces- 
ter and  Shropshire  Consortium  was  formed 
to  allow  the  submission  of  a  bid  for  a  propor- 
tion of  this  funding.  Our  request  was  for 
resources  to  cover  the  cost  of  employment 
and  training  and  associated  materials  and 


equipment  to  assist  this  process. 

In  January  of  1992  we  were  informed  that 
our  bid  had  been  successful  and  our  quest  to 
find  suitable  candidates  to  employ  and  train 
as  intervenors  began.  This  aspect  of  the 
project  has  proved  to  be  one  of  the  most 
rewarding.  In  each  county  we  have  been 
fortunate  to  have  found  some  very  special 
people  to  carry  out  this  demanding  and 
unique  role. 

Staffordshire  now  has  a  total  of  eight 
intervenors  working  in  schools  for  children 
with  severe  learning  difficulties,  schools  for 
children  with  physical  disabilities  and  in  the 
childrens'  home  settings.  They  received  their 
initial  training  by  attending  a  week-long 
residential  course  at  Pathways  deafblind 
department  at  RNIB  Condover  Hall  School, 
with  input  from  Condover  staff  and  from 
Jenny  Fletcher  from  Sense  Midlands.  Fur- 
ther training  has  built  on  this  experience  by 
means  of  in-county  seminar  days  with  input 
from  a  variety  of  local  specialist  profession- 
als and  Jonathan  Griffiths  RNIB  advisor  for 
deafblind  education. 

Training  has  also  been  provided  for  non 
deafblind  specialist  professionals  contribut- 
ing to  the  education  and  welfare  of  deafblind 
children.  Informal  individual-child-centred 
training  also  takes  place  during  my  support 
visits  to  schools  and  families.  A  support 
group  for  parents  and  families  has  been  set 
up  with  the  emphasis  on  sharing  enjoyment 
and  information. 

Families  and  a  range  of  associated  profes- 
sionals agree  that  the  project  has  been  of 
great  benefit  to  them  and  the  deafblind  chil- 
dren it  has  supported  for  the  last  18  months. 
We  aim  to  develop  this  further  for  the  re- 
mainder of  the  project  by  increasing  the 
general  awareness  of  the  implications  of 
multi-sensory  impairment  in  families  and 
professionals,  to  help  secure  permanent 
funding  for  intervenor  support  to  continue 
the  innovative  and  highly  appropriate  work 
of  the  GEST  Deafblind  Project. 

Lucy  Dixon 

GEST  Deafblind  Co-ordinator 


There  are  now 
eight  intervenors 
working  within 
schools  for 
children  with 
severe  learning 
difficulties  and 
physical  disabilities 
in  Staffordshire. 
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Ann  Fox 


Working  in 


I  became  an  intervener  much  to  my  sur- 
prise in  February  1993,  having  had  no 
formal  training  in  this  type  of  work.  I  had 
been  involved  with  Springfield  Special 
School  for  about  eight  years,  firstly  as  a 
volunteer,  then  working  in  school  on  a 
supply  basis  as  a  Casual  Welfare  Assist- 
ant 

Training  is  ongoing,  and  so  far  I  have 
been  on  a  one  week  intensive  course  at 
Pathways  deafblind  unit  at  the  RNIB 
Condover  Hall  School.  I  also  attend  train- 
ing days  to  complement  my  work,  includ- 
ing physical  and  feeding  programmes,  and 
information  on  the  causes  and  effects  of 
multi-sensory  impairment.  I  find  these 
training  days  exhilerating  and  practical. 

I  feel  the  role  of  the  intervenor  is  to  be  the 
eyes  and  ears  of  a  deafblind  child,  and  to 
ensure  that  they  get  the  most  out  of  their 
time  wherever  they  are.  Fundamental  to 
this  is  building  a  relationship,  keeping  to 
routines  (with  beginnings  and  endings  to 
activities),  being  consistent  and  giving  the 
child  confidence  and  time. 

My  work  with  Karen,  who  attends 
Springfield  Special  School  in  Leek  began 
on  a  part  time  basis  in  February  1993.  Karen 
is  a  15  year  old  multi-handicapped 
deafblind  girl  who  has  been  affected  by 
congenital  cytomegalovirus. 

Intervenor  and  teachers  have  developed 
communication  through  objects  of  refer- 
ence over  the  past  18  months  with  Karen. 
She  now  uses  a  total  of  26  objects  for  refer- 
ence. Karen  follows  an  individual  move- 
ment programme  each  day  which  incorpo- 
rates use  of  hearing,  vision,  communica- 
tion and  physiotherapy.  She  now  antici- 
pates many  activities  when  the  object  of 
reference  is  introduced. 

Karen  is  not  able  to  feed  or  take  a  drink 
by  herself  and  is  dependent  on  others  for  all 
her  needs,  but  through  intervention  and 
objects  of  reference  she  is  now  able  to  make 
decisions  for  herself. 

From  September  1993  I  became  an 
intervenor  on  a  full  time  basis  working  at 
Springfield  Special  School  and  the  Mount 
School  for  the  Deaf  with  Natalie,  a  17  year 
old  deaf  student  based  at  the  school  re- 
cently diagnosed  as  having  Usher  Syn- 
drome. My  work  with  Natalie  involvessup- 
port  during  a  variety  of  activities  including 


touch  typing,  swimming  and  mobility.  I  also 
attend  one  of  the  local  colleges  with  Natalie 
where  she  studies  Craft  and  Flower  Arrang- 
ing. She  also  spends  one  day  each  week  at  a 
local  primary  school  in  the  nursery  depart- 
ment, I  provide  a  link  with  this  programme 
both  with  the  school  and  home. 

The  support  I  received  at  Springfield 
School,  which  has  been  involved  from  the 
onset  of  the  project,  has  been  very  positive 
both  from  the  Headmistress  and  the  staff. 
The  Mount  School,  although  only  involved 
for  a  short  time,  also  gives  me  great  support. 

I  feel  that  the  project  has  been  very  suc- 
cessful for  me.  The  more  I  train,  the  more  I 
learn  and  grow  and  the  more  I  have  to  offer 
the  young  people  I  work  with. 


Headteacher's 

It  is  now  eighteen  months  since  the 
Intervention  Proj  ect  began  in  Stafford- 
shire, and  we  were  fortunate  enough  to 
be  involved  in  the  initiative  from  the 
beginning,  being  given  the  opportu- 
nity to  feed  into  its  practical  develop- 
ment and  to  shape  its  application  here. 

The  resulting  benefits  are  plain  to  see: 
the  pupils  identified  have  made  great 
strides  forward  with  their  communica- 
tion and  self  understanding  which  has 
clear  lv  enhanced  their  quality  of  life  and 
in  giving  sensory  impairment  a  higher 
profile,  the  intervention  has  raised  whole 
staff  awareness  of  the  issue.  Also  tech- 
niques developed  by  the  intervenors  and 
used  in  the  classroom  and  around  school 
have  been  absorbed,  their  underlying 
principles  discussed  by  staff  and  their 
wider  application  translated  into  good 
practice  in  working  with  other  pupils, 
particularly  those  with  PMLD's  (Pro- 
found and  Multiple  Learning  EHfficul- 
ties). 

However,  the  management  difficulty' 
of  having  an  additional  'member  of  staff' 
permanently  attached  to  your  classroom, 
but  with  a  role  not  directly  under  your 
control  is  not  easy,  particularly  when 
their  brief  is  to  work  with  one  of  your 
pupils,  whilst  they  are  at  the  same  time 
training  and  finding  their  own  way  into 
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I  began  employment  as  an  intervenor  eight- 
een months  ago.  It  has  not  only  opened  up 
new  opportunities  for  the  children  but  also 
for  me  too.  I  never  imagined  it  would  be  so 
rewarding.  I  am  ashamed  to  admit  I  knew 
very  little  about  the  term  deafblind  and 
even  less  about  the  practical  implications. 
Fortunately  all  the  Staffordshire 
intervenors  have  received  very  informa- 
tive training  helping  us  to  understand  our 
children's  distorted  view  of  the  world.  It 
has  been  a  very  rewarding  experience  with 
some  amazing  results. 

Over  the  last  eighteen  months,  although 
being  based  at  Springfield  School  in  Leek,  I 
have  worked  with  a  variety  of  deafblind 
children  in  different  settings.  My  main  re- 


view 

the  new  intervention  role  and  that  role  is 
still  'emergent',  very  difficult  also  for 
the  NNEB  (National  Nursery  Board)  and 
support  staff  to  have  a  clear  understand- 
ing of  what  duties  remain,  or  should  be. 
These  are  sensitive  areas  but  have  been 
handled  openly,  with  flexibility  and 
goodwill  on  both  sides  which  would 
seem  to  be  the  key  to  successful  exploi- 
tation of  the  positive  potential  offered 
by  intervention. 

Another  difficulty  that  had  not  been 
anticipated  was  the  increase  in  'human 
traffic'  both  in  and  out  of,  and  within, 
the  classroom,  with  attendant  language 
and  routines,  and  the  effect  of  this  on  the 
rest  of  the  pupil's  peer  group  -  not  only 
in  terms  of  distraction  but  also  in  their 
awareness  of  inequalities  in  one-to-one 
attention.  This  has  not  been  totally  re- 
solved but  stricter  time-tabling  and  clear 
routines  with  regular  staff  -  intervenor 
discussion  has  eased  this. 

Overall,  I  feel  the  school  has  been 
privileged  to  have  had  the  opportunity 
to  work  with  the  project  from  the  begin- 
ning, and  the  implications  of  the  insights 
gained  for  quality  education  for  all  our 
special  children  are  substantial. 

Christine  Moody,  Headteacher 
Springfield  School 


sponsibility  was  initially  for  Karen  who  is  a 
deafblind  pupil  at  Springfield  but  as  the 
demand  grew  for  intervention  with  other 
children,  another  intervenor,  Ann,  was  ap- 
pointed. 

Primarily  Ann  worked  with  Karen  to 
allow  me  to  go  to  a  neighbouring  school  for 
physically  disabled  children  to  work  with 
an  1 1  year  old  deafblind  girl.  This  work  was 
very  different  from  my  work  in  Springfield ! 
I  found  Tamara  to  be  a  very  chatty  strong 
character  who  had  her  own  ideas  on  her 
education! 

It  was  decided  that  my  time  with  Tamara 
should  be  spent  on  activities  preparing  for 
a  move  to  a  new  school.  We  worked  on 
tactile  skills,  which  included  activities  in 
preparation  for  starting  her  secondary  edu- 
cation. When  Tamara  moved  school  a  new 
intervenor  was  appointed  to  give  her  the 
extra  support  she  would  need.  After  saying 
'goodbye'  to  Tamara  I  was  quickly  intro- 
duced to  a  pre-school  boy  called 
Christopher  who  has  Charge  Association. 
At  first  I  began  on  a  home  visit  basis  with 
the  advisory  teacher  for  deafblind  children. 
Together  we  established  a  massage  and 
movement  programme  to  be  carried  out  in 
the  home  on  a  regular  basis.  To  support  this 
it  was  suggested  that  mum  might  like  to 
bring  Christopher  to  our  very  popular  play 
morning  session  at  Springfield  School.  This 
weekly  visit  has  turned  out  to  be  extremely 
successful  and  enjoyable  for  both  mum  and 
Christopher!  During  Christopher's  visit  to 
school  we  carry  out  a  sensory  room  pro- 
gramme to  help  develop  early  communica- 
tion. To  date  Christopher  is  now  tolerating 
co-active  signing  and  massage  and  has  be- 
gun to  use  five  objects  of  reference. 

As  the  needs  of  the  children  in  the  com- 
munity change  so  my  role  as  intervenor 
changes  too.  As  I  look  back  over  the  last 
twelve  months  I  realise  how,  not  only  have 
the  children  developed,  but  so  have  I.  With 
support  from  the  rest  of  the  team,  the  in- 
valuable training  days  and  of  course,  con- 
tinued GEST  funding,  I  know  we  will  con- 
tinue to  meet  childrens'  and  families'  needs 
appropriately. 
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Hereford  and  Worcester 


Hereford  and  Worcester  is  a  member  of  the 
Staffordshire  led  consortium  which  success- 
fully bid  for  assistance  from  the  GEST  project 
for  the  development  of  regional  provision 
for  people  who  are  deafblind.  The  special 
needs  of  pupils  with  a  dual-sensory  impair- 
ment within  the  county  are  met  with  sup- 
port from  the  Service  for  Children  with  Sen- 
son'  Impairments. 

An  audit  of  need  was  undertaken  with 
Jonathan  Griffiths,  RNTB  adviser  for 
deafblind  education,  to  identify  the  children 
who  would  benefit  from  this  provision.  Eight 
children  were  identified,  three  of  whom  were 
of  pre-school  age  and  five  who  attended 
special  schools  in  the  county.  Since  then, 
two  more  children  have  been  identified,  both 
under  the  age  of  two. 

The  counties  are  large  rural  authorities 
with  a  widely  dispersed  population.  The 
establishment  of  a  central  resource  would 
involve  long  travelling  distances  or  residen- 
tial placement,  both  of  which  were  not  ideal. 
Therefore  it  was  decided  to  concentrate  on 
enhanced  support  for  the  children  within 
their  local  schools.  This  would  include  sup- 
port for  a  significant  part  of  the  pupil's  time 
in  school,  additional  training  for  all  the  staff 
working  with  the  children,  and  close  liaison 
between  home  and  school. 

At  the  centre  of  the  project  is  the  interven- 
tion model  which  has  been  established  in 
other  countries,  notably  Canada.  Specially 
trained  assistants,  known  as  Intervenors, 
work  under  the  direction  of  the  teacher  to 
provide  individual  support  to  a  deafblind 
child  to  enable  the  child  to  take  advantage  of 
learning  and  social  experiences  and  to  gain 
fuller  access  to  the  environment. 


We  can  identify  three  main  features  of  the 
work  of  the  Intervenor:  the  special  relation- 
ship between  the  Intervenor  and  the 
deafblind  child  wiiich  is  fundamental  to 
development;  encouraging  an  awareness  of 
and  contact  with  the  environment;  and  the 
use  of  communication  approaches  which 
enable  the  deafblind  child  to  access  the  envi- 
ronment. 

Five  intervenors  have  been  appointed  to 
date.  They  attended  a  week-long  residential 
tiaining  course  at  Pathways  Deafblind  De- 
partment at  RNTB  Condover  Hall  School, 
with  input  from  both  teaching  and  care  staff 
and  from  Jenny  Hetcher  from  Sense  Mid- 
lands. Follow  up  tiaining  is  held  on  a  regu- 
lar basis  through  seminars  with  input  from 
the  RNTB.  Training  has  also  been  provided 
for  school  staff,  specialist  teachers  of  the 
hearing  impaired  and  visually  impaired,  and 
parents. 

This  new  approach  has  been  received 
with  enthusiasm  by  schools,  parents  and 
other  professionals.  Halfway  through  the 
project  it  is  evident  that  significant  progress 
has  been  made  in  the  rates  of  development 
of  the  children  involved.  Intervention  has 
provided  an  improved  level  and  consist- 
ency of  support  both  at  home  and  at  school. 
Opportunities  have  been  created  for  the  chil- 
dren to  develop  communication  skills  and 
gain  access  to  their  environment.  Work  is 
now  under  way  to  secure  permanent  fund- 
ing to  enable  Intervenor  support  to  continue 
and  to  build  on  the  foundations  laid  during 
the  three  year  project. 

Jan  Huges 

GEST  Deafblind  Coordinator 
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The  school's 
perspective 

The  school  has  had  in  intervenor  for  18 
months,  appointed  specifically  for  one  pupil 
who  has  no  sight  and  a  hearing  impairment. 

Employing  an  intervenor  has  not  only  had 
beneficial  effects  on  the  pupil,  as  one  would 
expect,  but  it  has  also  had  a  positive  effect  on 
the  rest  of  the  school.  Many  of  the  techniques 
used  for  this  one  child  are  directly  relevant  and 
applicable  to  the  other  pupils  who  have  pro- 
found and  multiple  learning  difficulties.  When 
the  intervenor  attends  a  training  course  she  is 
able  to  provide  feedback  to  the  rest  of  the  staff 
about  the  skills  she  has  picked  up.  An  example 
of  the  applicability  for  the  techniques  used  for 
a  deafblind  child  is  the  use  of  objects  of  refer- 
ence. This  is  where  a  child  is  able  to  have  a  real 
object  or  a  representation  of  that  object  for  a 
forthcoming  activity.  For  example,  drinks  time 
would  be  preceded  by  the  child  feeling  a  cup. 
Now  the  principle  for  the  objects  of  reference 
are  found  in  many  areas  of  the  school. 

There  can  be  a  danger  that  by  having  an 
adult  who  has  specific  skills  attached  to  him, 
the  pupil  may  in  some  respects  become  more 
isolated  and  seen  as  separate  from  the  rest  of 
the  group.  This  has  not  happened  in  our  case, 
but  the  integration  of  the  child  into  the  regular 
routine  of  the  class  is  crucial,  whilst  not  com- 
promising the  needs  of  the  individual. 

In  conclusion,  the  specific  funding  which 
has  been  made  available  through  the  GEST 
project  has  enabled  intervenors  to  be  ap- 
pointed and  work  in  a  very  specific  way. 
Training  has  been  an  important  feature  of 
the  project,  providing  the  intervenors  with 
the  special  skills  and  knowledge  required 
for  their  role.  In  this  particular  case  we  feel 
that  it  has  been  beneficial  for  the  individual 
pupil  and  the  school  involved. 
Frank  Percy 
Headteacher,  Blackmarston  School 


The  intervener's 


perspective 


I  am  the  intervenor  for  a  four  year  old 
deafblind  boy  and  we  attend  Blackmarston 
School  in  Hereford,  which  is  a  school  for 
primary  aged  pupils  who  have  severe  learn- 
ing difficulties. 

As  intervenor,  I  am  able  to  give  Richard 
information  so  he  can  anticipate  what  is 
going  to  happen  and,  in  time,  make  choices. 


This  can  only  be  achieved  if  I  work  with  him 
not  for  him,  so  it  is  imperative  I  build  a  good, 
trusting  and  happy  relationship  to  enable 
this  information  to  be  understood. 

By  being  his  eyes,  ears  and  transport,  I 
enable  Richard  to  have  access  to  the  school 
curriculum.  This  at  present  includes  physio, 
swimming,  trampolining,  horse  riding,  be- 
ing part  of  group  activities  eg  singing,  move- 
ment, sensory  sessions  and  his  own  indi- 
vidual programmes. 

I  also  see  my  role  as  a  link  with  his  home 
and  respite  care,  so  he  has  consistent  han- 
dling, and  I  try  to  ensure  that  the  same 
method  of  communication  continues  so  as 
to  lessen  the  trauma  and  help  him  cope  with 
changes  of  environment  and  people. 

I  wear,  and  key  people  in  Richard's  school 
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day  also  wear,  personal  objects  of  reference 
(easily  recognisable  objects,  worn  on  ribbon 
around  the  necks  of  staff,  which  are  unique 
to  each  individual  and  help  Richard  to  iden- 
tify the  people  around  him).  These  have 
definitely  helped  Richard  to  know  who  is 
who.  Although  he  now  knows  who  I  am,  he 
still  holds  my  object  of  reference  for  confir- 
mation. Richard  has  an  object  of  reference 
for  nearly  every  activity  he  does.  When  he 
becomes  more  familiar  with  the  objects,  a 
daily  calendar  will  be  devised  so  we  can 
introduce  what's  going  to  happen  next  and 
also  start  to  make  choices.  Although  we  use 
objects  of  reference  as  the  key  to  communi- 
cation they  are  always  accompanied  by 
speech  and  on  body  signs. 

All  children  learn  by  'doing',  so  I  hope 
that  having  me  with  him  at  all  times,  Richard 
will  have  the  best  possible  chance  to  flourish 
as  a  true  individual. 


An  intervenor  uses  a 
cup  as  an  object  of 
reference  to  indicate 
it's  time  for  a  drink. 


Sue  Powell,  intervenor 
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The  Lincolnshire  scheme 


A  year  ago  Lincolnshire  Social  Services  and  Sense  together  broke 
new  ground  by  launching  a  partnership  to  provide  intervenor 
support  throughout  the  county  for  people  with  dual  sensory 
impairment. 


Lincolnshire  Social  services  were  aware  of  a 
serious  gap  in  their  service  provision  in  this 
area.  A  subsequent  survey,  undertaken  with 
Sense,  showed  that  there  were  far  more  peo- 
ple in  this  category  in  the  county  than  had 
been  previously  realised  -  the  intervenor 
Scheme  was  born  to  fill  this  need. 

The  scheme  is  funded  by  Lincolnshire 
Social  Services  and  aims  to  provide  support 
for  ten  families  around  the  county  for  five 
hours  a  week  . 

The  motivation  behind  the  Lincolnshire 
intervenor  scheme  can  be  summed  up  by  the 
phrase  "investing  in  people".  We  don't  see 
our  role  as  working  with  clients  or  teaching 
students,  but  working  in  partnership  with  all 


family  members  and  the  people  they  come 
into  contact  with  during  daily  life.  In  this 
respect  the  client  then  becomes  our  partner. 

We  invest  Social  Services'  money,  and 
our  time  and  energy  into  people  who  need 
it,  and  like  any  good  investment,  the  return 
in  this  case  more  than  justifies  the  initial 
outlay.  In  purely  monetary  terms  the  annual 
cost  of  the  scheme  is  little  more  than  the  cost 
of  one  year's  residential  placement  for  an 
adult  with  complex  needs. 

The  scheme  is  available  to  anyone  be- 
tween 0  and  50  years  of  age  with  a  dual 
sensory  impairment  -  this  obviously  en- 
compasses a  range  of  additional  disabilities 
so  complex  and  varied  that  it  is  impossible 
to  easily  categorise  them  into  identifiable 
groups  or  conditions. 

It  is  a  terrible  indictment  of  the  system 
that  we  have  taken  a  step  back  to  a  time 
when,  in  order  to  gain  services  for  people, 
we've  had  to  pigeonhole  them  into  various 
groups.  One  of  the  major  difficulties  I  have 
as  a  manager,  is  to  coordinate  the  efforts  of 
agencies  who  each  seem  to  deal  with  one 
aspect  of  a  whole  person.  Our  caring  serv- 
ices fall  woefully  short  when  confronted 
with  anyone  who  straddles  the  boundaries 
of  existing  provision. 

Breaking  down  the  barrier  between  serv- 
ice providers  in  order  to  use  a  multi  agency 
team  approach  has  been  one  of  our  scheme's 
major  goals. 
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The  intervenors  themselves  have  two  aims 
-  to  provide  additional  activity  and  interest 
for  their  partner  together  with  improved 
communication.  The  main  barrier  to  under- 
standing the  world  for  a  deafblind  person  is 
communication,  therefore  an  intervenor  will 
always  be  working  at  improving  existing 
skills  or  laying  the  foundations  for  learning 
new  methods  at  any  level  possible. 

Integration  is  also  an  important  aid  to 
communication,  as  well  as  being  vital  for  a 
person's  self  esteem.  Many  deafblind  peo- 
ple spend  the  best  part  of  their  days  at  home 
where  opportunity  for  integration  is  lim- 
ited, particularly  when  coupled  with  chal- 
lenging behaviour  or  increasing  old  age. 

Intervenors  take  part  in  activities  like 
swimming,  bowling,  riding,  visits  to  librar- 
ies, museums,  shops  and  places  of  interest 
etc.  Where  this  is  not  practical  or  feasible, 
then  they  bring  games  and  equipment  to  the 
families  home  and  work  on  a  programme  of 
activity  there  e.g.  music,  movement, 
brailling,  reading  or  writing.  Every 
intervenor  works  to  a  carefully  designed 
programme  which  is  evaluated  every  four 
months  and  specifically  tailored  to  suit  each 
individual  family. 

The  other  aim  of  the  intervenor  is  to  re- 
lease the  carers,  giving  them  some  free  time 
and  independence.  It  may  be  that  parents 
would  like  to  have  time  out  together,  go 
shopping,  have  a  bath,  read  a  book  or  even 
do  nothing  at  all;  things  which  we  all  take  for 
granted  but  which  anyone  involved  with 
the  care  of  a  person  with  special  needs  knows, 
only  too  well,  requires  a  lot  of  organisation 
to  achieve.  Some  parents  use  intervenor  time 
to  spend  with  their  other  children  who  can 
often  feel  neglected  by  the  complex  demands 
of  their  sibling.  Whatever  they  want  to  do, 
having  the  intervenor  there  makes  that  time 
their  own. 

We  don't  consider  ourselves  experts. 
However  we  do  have  access  to  a  wide  range 
of  resources,  experience  and  information. 
More  importantly,  the  scheme  is  working 
already  we  can  see  very  definite  progress 
being  made  by  young  people  whose  ability 
to  communicate  had  been  written  off,  and 
those  whose  lives  were  limited  and  limiting 
through  lack  of  opportunity. 

There  is  also  no  doubt  that  having  some- 
one to  rely  on  and  support  them  through 
crises  has  enabled  families  to  cope  with  situ- 
ations that  in  the  past  would  have  been 
likely  to  lead  to  a  temporary,  or  even  perma- 
nent, break  up  of  the  family  and  a  residential 
placement  for  their  child. 


What  qualifications  does  an  intervenor 
need?  The  short  answer  is  none.  My  best 
intervenors  have  applied  with  great  trepi- 
dation, although  they  thought  they  could  do 
the  job.  All  have  lots  of  experience  in  caring 
roles:  mothers,  fathers,  social  workers,  teach- 
ers, youth  leaders,  nurses  and  voluntary 
workers.  They  are  then  trained,  supported 
and  guided  by  Sense  into  a  role  which  is  as 
unique  as  the  people  they  partner,  and  about 
which  we  are  still  learning. 

If  you  allow  people  to  use  their  common 
sense,  compassion  and  commitment,  they 
can  achieve  abso- 
lutely anything. 

As  for  the  future  of 
the  scheme,  it  is  al- 
ready obvious  that 
the  current  availabil- 
ity of  the  service  is 
inadequate,  and 
work  is  underway  to 
extend  its  scope. 

One  of  the 
extentions  to  the 
scheme  which  has 
been  put  forward  is 
to  provide  additional 
support  for  families 
with  other  children  of 
school  age  during  the 
holidays.  The  idea 
has  already  been 
trialed,  out  of  neces- 
sity in  Spalding,  with 
the  families  of  two 
teenage  girls  who 
normally  find  it  very 
difficult  to  cope.  Both 
families  said  it  was  the  best  summer  they 
had  ever  had,  and  the  two  girls  benefited 
from  the  time  spent  with  their  intervenors, 

Ideally  we  would  like  to  extend  this  kind 
of  facility  throughout  the  county.  It  seems 
ironic  that  most  forms  of  support  close  down 
through  the  summer  and  other  long  holiday 
periods. 

In  summary,  we  have  probably  been  very 
fortunate  in  having  a  good  working  rela- 
tionship with  a  forward  thinking  Social  Serv- 
ices Department.  We  would  hope  that  the 
future  will  see  other  authorities  following 
Lincolnshire's  lead  and  instigating  similar 
schemes  in  their  own  areas.  We  can  guaran- 
tee they  will  quickly  reap  the  benefits,  both 
for  themselves  and  for  their  families. 

Moira  Barrat, 

Intervenor  Scheme  Manager 
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Vision  in  communication 


The  links  between  vision  and  communication  for  the  child  with 
dual-sensory  impairment 


Vision  and  the  development  of  communica- 
tion are  closely  linked.  The  process  of  com- 
munication can  be  blocked  at  various  stages 
because  a  child  is  not  able  to  make  use  of  its 
vision.  Children  with  dual-sensory  impair- 
ments often  have  some  useful  vision,  which 
can  usually  be  developed  further  with  ap- 
propriate stimulation  and  training. 

The  importance  of  this  cannot  be  over 
estimated.  It  is  well  known  (but  often  forgot- 
ten) that  vision  is  the  major  sense,  through 
which  the  other  senses  are  integrated  to 
provide  meaningful  information  about  our 
environment.  Vision  provides  the  most  ef- 
fective stimulus  for  development  in  all  areas 
and  opens  up  the  pathways  to  learning, 
especially  during  the  first  years  oi  life  when 
continuous  learning  should  be  taking  place. 

The  development  of  communication  is  a 
major  goal.  The  concept  of  communication, 
as  other  than  spoken  language  is  an  impor- 
tant principle  for  everyone  working  with 
the  child  to  realise.  It  is  also  important  to 
understand  that  communication  develops 
from  birth  with  subtle,  non-intentional  sig- 
nals and  responses,  which  usually  go  unno- 
ticed with  hearing  and  sighted  children, 

There  are  three  important  points  about 
vision  and  communication  that  I  wish  to 
address: 

•  Knowing  about  people  or  'falling  in 
love'. 

•  Knowing  about  places  or  'wiggling 
around'. 

•  Signing  as  a  visual  activity  or  'I  can't  see 
a  thing  you're  saying!' 

The  basis  of  all  commuru cation  lies  in  the 
.    -'.-larionshjp  between  the  par- 
ents and  child  -  the  knowing  about  'me  and 


vou 


the  awakening  desire  to  want  or  to 


need  to  make  contact  with  another  person. 

Dr  Ronald  McKeith  described  eye  contact 
in  the  first  twentv-f  our  hours  as  the  moment 
when  parents  [fall  in  love'  with  their  babies. 
It  is  the  parents  who  first  feel  this  initial 
bonding,  which  results  from  responsive  in- 
teractions with  the  infant  The  infant  herself 
is  initially  unaware  of  this.  She  forms  the 
attachment  a  little  later,  at  about  three  to 
four  months,  when  her  responses  become 
more  socially  intentional.  This  is  when  she 
begins  to  differentiate  between  people. 

The  new-born  baby  is  innately  pro- 
grammed to  study  faces.  At  this  stage,  her  eves 
are  only  able  to  focus  at  about  eight  to  ten 
inches.  It  is  almost  as  though  this  situation  ^  vas 
specially  designed  to  enable  her  to  direct  allher 
attention  upon  the  all-important  job  of  getting 
to  know  her  parents!  The  sighted  infant  gives 
full  attention  to  anvthing  that  looks  'face-like', 
and  will  gaze  at  such  images  for  longer  than 
any  others.  By  way  of  this  intent  gazing,  the 
infant  initiates  a  'dialogue'  with  her  parents!, 
Avho  talk  and  sing  to  her,  pat  and  hug  her,  until 
eventually  she  makes  that  first  truly  social 
gesture  of  a  smile. 

When  vision  is  poor,  the  signalling  pat- 
terns between  parent  and  child  are  disrupted. 
The  visually  impaired  child  does  not  gaze  or 
smile,  and  may  have  a  blank  facial  expres- 
sion. Her  response  to  voices  may  be  to  'still', 
but  this  may  not  be  recognised  as  a  response 
and  misunderstood  as  lack  of  interest.  There 
is  a  danger  that  this  apparent  lack  of  interest 
can  have  a  serious  effect  on  the  relationship 
between  parents  and  infant.  Delaying  or 
even  preventing  the  attachment  between 
them,  which  can  have  a  long-reaching  effect 
upon  the  development  of  communication. 

It  is  very  important  for  parents  to  under- 
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stand  unfamiliar  signals  and  to  be  able  to 
interpret  other  non-visual  signals  which  the 
child  may  give.  In  her  book  'Insights  from 
the  Blind'  Selma  Fraiberg  describes  how 
blind  infants  use  their  hands  in  an  expres- 
sive way,  which  can  be  read  as  signals  by 
observant  parents.  If  this  can  be  done,  then 
by  responding  appropriately  the  'me  and 
you'  process  can  begin. 

If  a  child  is  multiply-disabled  the  signals 
may  be  very  hard  to  read,  but  I  have  known 
parents  so  sensitive  to  their  child's  every 
breath  that  they  have  been  aware  of  that 
child's  feelings  and  preferences  to  an  aston- 
ishing degree,  and  have  continually  com- 
municated at  a  very  basic  level  with 
their  child  -  even  though  to  others  the  child 
may  appear  to  have  no  responses.  To  watch 
this  kind  of  loving  communication  can  be 
very  humbling.  Parents  and  carers  need  to 
be  aware  of  the  necessity  to  use  as  much 
additional  multi-sensory  input  as  possible. 
The  visual  and  auditory  senses  must  always 
be  encouraged,  as  they  provide  the  major 
information,  but  a  great  deal  of  tactile  input 
is    crucial,    with    back-up    from    the 


propriceptive,  kinaesthetic  and  olfactory 
senses  as  well. 

Lack  of  vision  can  impede  emotional  de- 
velopment at  this  early  stage.  The  sighted 
infant  can  maintain  contact  with  her  parent 
by  use  of  vision  as  she  moves  around  the 
room.  When  she  becomes  mobile,  she  can 
and  does  follow  her  parent  around.  Eventu- 


ally, through  her  experiences  with  objects 
she  realises  that  once  disappeared  things 
can  return,  and  she  is  able  to  feel  secure  in 
her  parent's  absence.  Selma  Fraiberg  has 
noted  the  anxiety  which  blind  children  can 
experience  when  their  parents  or  care-giv- 
ers are  not  present.  What  can  we  do  to  help 
this  baby  to  know  and  trust  her  most  impor- 
tant people  at  this  early  stage  -  remember- 
ing also  that  she  may  have  experienced  days, 
weeks  or  even  months  away  from  them 
because  of  medical  needs?  Medical  special- 
ists now  realise  the  value  of  parent /child 
contact,  and  the  high  level  of  touching  and 
talking  needed  for  babies  who  have  to  be 
kept  in  Special  Care  Units  during  the  early 
weeks  of  their  life. 

Suggestions  for  developing 
'Knowing  about  People' 

•   Lots  of  holding,  touching,  patting,  strok- 
ing and  rocking. 


Lots  of  singing,  talking 
face,  neck  and  ears. 


close  to  baby's 


•  Put  baby's  hands  on  your  face  to  let  her 
feel  your  mouth,  your  throat,  your  breath 
and  to  know  where  your  voice  is  coming 
from. 

•  Encourage  baby  to  look  at  you,  even  if 
you  feel  she  cannot  see.  Get  your  eyes  in 
line  with  hers,  where  the  light  shines  on 
your  face. 

•  Give  baby  bright  colourful  things  to  look 
at.  Talk  about  them,  move  them,  help 
baby  to  touch. 

•  As  baby  gets  older  play  bouncing,  rock- 
ing, singing  games.  Play  'Peep  Bo'  with  a 
bright  coloured  scarf  over  her  face  then 
yours. 

•  Hold  bright  toys  up  to  your  nose  as  you 
talk  to  baby  and  encourage  her  to  look. 

At  this  stage  a  face  is  the  most  likely  thing  to 
gain  a  visual  response  -  remember,  the  in- 
fant is  programmed  this  way  -  we  need  to 
use  this  knowledge  to  try  to  encourage  the 
use  of  even  a  relatively  small  amount  of 
vision. 

Do  anything  you  can  to  attract  baby's 
attention  to  your  face.  Even  if  you  do  not  see 
any  response  at  first,  keep  going.  Responses 
can  be  slow  to  develop.  Look  for  subtle  signs 
that  baby  is  'with  you'  -  a  'stilling',  a  change 
of  breathing,  a  movement  of  her  hand,  head 
or  body.  Always  let  baby  know  if  you  think 
you  have  noticed  a  response. 
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As  well  as  visual 
and  auditory 
stimulation  tactile 
input  is  crucial  to  a 
child's 
development 
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Use  of  objects  to 
give  your  child 
clues  about  what 
is  happening 
around  them. 


Knowing  about  places 

The  second  vital  factor  in  preparation  for  the 
development  of  communication  lies  in  the 
fact  that  the  child  must  have  something  to 
communicate  about.  The  brain  initially  is 
something  like  an  unprogrammed  compu- 
ter, and  our  experiences,  through  our  senses, 
provide  the  input  to  be  stored  and  used 
later.  Without  understanding  of  the  world 
around  her,  what  opportunity  or  need  to 
communicate  can  the  child  have? 

It  is  through  the  senses  that  the  child  be- 
comes aware  of  herself  and  the  world  around 
her,  and  experiences  the  space  and  structure  of 
things.  Vision  is  the  main  tool  for  learning  in 
this  way.  It  stimulates  and  governs  the  child's 
movements  and  actions  with  the  environment. 
It  conveys  information  and  gives  knowledge. 
By  providing  experiences  through  which  the 
child  can  use  her  senses  and  her  actions  to- 
gether, we  are  giving  her  'food  for  thought'  in 
her  environmental  'diet'.  If  we  can  also  share 
these  experiences  with  her,  using  words,  touch 
and  encouraging  vision,  then  we  are  giving  the 
child  something  about  which  to  communicate. 
If  we  can  develop  games  where  we  are  using 
the  'me  and  you'  format,  then  we  are  providing 
a  basis  for  the  exchanging  of  dialogue,  such  as 
we  need  for  communication. 

The  child  must  develop  some  way  to 
explore  and  discover  the  world  around  her 
in  order  to  build  up  the  understanding  which 
leads  to  the  desire  and  need  to  communi- 
cate. We  must  strive  to  provide  an  environ- 
ment in  which  this  is  possible  for  the  child. 
Perception  is  vital  for  communication  and 
comes  through  the  sensory  channels  lead- 
ing to  understanding,  which  together  lead 
to  expressive  communication  which  may 
not  be  speech.  Before  we  can  do  this,  we 
need  to  be  able  to  identify  the  child's  life 
space;  in  other  words,  the  extent  of  the  space 
around  her  within  which  she  feels  safe  to 
explore. 

For  a  child  without  disabilities  this  knowl- 
ed  ge  d  evelops  automatically  during  the  first 
eighteen  months  through  the  senses.  Begin- 
ning with  the  contact  with  her  parent  which 
leads  to  her  reaching  to  touch  faces  and 
gradually  to  extend  and  explore  her  world 
until,  by  using  memory  and  vocalisation, 
she  can  become  independent  and  secure. 
Children  with  sensory  impairments  need  to 
learn  about  their  environment  by  having 
very  structured  mobility  spaces,  providing 
objects  that  give  them  security.  They  also 
need  to  be  given  as  much  information  as 
possible  about  what  is  going  to  happen,  is 
happening  and  has  happened. 


Suggestions: 

•  Always  alert  the  small  child  to  what  is 
going  to  happen.  Before  lifting  her  up, 
give  a  gentle  tug  on  her  arms  and  using 
your  child's  name  first  say;  'UP,  up,  up, 
you  go'. 

•  Use  objects  related  to  events  to  provide 
additional  clues.  For  example,  let  your 
child  smell  the  soap  before  bath  time,  put 
her  fingers  gently  in  to  the  water  using 
your  child's  name  first  and  say,  'It's  bath 
time!' 

•  Provide  baby  with  small  spaces  within 
which  she  can  make  contact  with  hanging 
objects  which  remain  constant  for  long 
periods  -  the  cot  and  the  pram  are  ideal. 
It  is  possible  to  make  special  little  rooms 
or  spaces  to  give  stimulating  experiences. 
These  will  not  only  give  visual  motiva- 
tion to  reach  and  to  touch  things,  but  will 
also  provide  excellent  feedback  from  any 
sounds  which  the  child  makes  by  ampli- 
fication. Any  movement  of  the  arms  and 
legs  can  result  in  making  contact  with  the 
sides  of  the  space,  thus  giving  informa- 
tion about  the  body. 

•  As  the  child  becomes  more  mobile  we 
need  to  think  of  how  she  can  be  helped  to 
make  sense  of  the  larger  world,  our  world. 


Suggestions  for  developing 
"Knowing  about  Places' 

•  Move  the  child  from  room  to  room  with 
you.  Give  her  the  chance  to  know  what  is 
going  on.  Make  her  aware  of  multi-sen- 
sory elements  of  different  areas,  smells 
and  sounds  of  cooking  or  bathroom,  tex- 
tures of  floor  surfaces  and  furnishings. 

•  The  provision  of  landmarks  may  help  the 
child  to  know  where  she  is.  For  example, 
a  mirror  at  a  certain  spot,  a  wind-chime 
on  a  doorway,  a  special  marker  or  toy  on 
the  bedroom  door. 

•  The  use  of  colour  and  contrast  can  be 
used  to  mark  areas  or  doorways  and  im- 
portant objects.  For  example,  a  red  plate 
on  a  white  tray. 

•  Always  encourage  her  to  reach  out  and 
touch  the  things  which  you  want  her  to 
know  about,  even  if  you  ha ve  to  do  it  with 
her.  Show  her  how  to  stroke  with  her 
whole  hand,  and  also  how  she  can  touch 
with  her  fingers. 


24  ■  lulhny_  >«",'<  ■  Winter  1993 


FEATURES 


•  Always  ask  her  to  look,  and  to  know  that 
she  can  integrate  her  senses  by  looking, 
hearing  and  touching.  The  co-ordination  of 
hand  and  eye  will  be  crucial  for  accom- 
plishing many  tasks  later. 

We  must  stimulate  the  child's  interest  in 
people  and  in  the  world,  and  away  from  her 
ownbody .  We  need  her  to  share  her  life  with 
us,  so  that  one  day  she  will  want  to  tell  us 
things;  to  point,  to  imitate,  to  gesture. 

Experience  is  at  the  heart  of  communica- 
tion and  children  with  dual  sensory  impair- 
ments need  a  great  deal  of  stimulation  from 
those  around  them  in  order  to  benefit  from 
experiences. 

Signing  as  a  visual  activity 

Finally,  taking  a  leap  forwards,  I  want  to 
point  out  the  importance  of  visual  function- 
ing if  the  child  eventually  begins  to  learn  to 
sign.  Children  with  dual  sensory  impair- 
ments may  need  to  use  signing  even  if  they 
later  develop  speech.  It  is  essential  to  de- 
velop a  way  to  communicate  as  soon  as 
possible.  We  cannot  afford  to  wait,  even  if 
the  child  has  good  hearing  as  we  are  losing 
vital  time. 

Long  before  she  is  ready  for  signing  we 
are  preparing  her  for  communication  by 
giving  her  knowledge  and  experience  about 
people  and  about  her  world.  We  will  be 
introducing  her  to  the  use  of  objects  and 
symbols  before  we  use  signing.  However, 
even  before  she  is  fully  ready  for  signs,  we 
can  begin  to  introduce  a  limited  number  in  a 
co-active  way.  These  signs  should  be  di- 
rectly related  to  daily  activities  which  are 
important  to  her  as  an  individual. 

If  the  child  is  severely  visually  impaired 
then  the  need  for  co-active  signing  in  close 
physical  contact,  with  a  great  deal  of  tactile 
input,  is  clear.  However,  when  the  child  is 
partially-sighted  and  is  thought  to  have  suf- 
ficient vision  to  perceive  signs,  although  she 
may  have  the  same  needs,  this  is  sometimes 
overlooked  -  particularly  when  the  child  is 
struggling  to  make  use  of  her  residual  vi- 
sion. When  partially-sighted  children  are 
placed  in  schools  for  the  deaf  this  can  create 
problems,  as  the  teacher  will  often  assume 
more  visual  ability  than  the  child  actually 
has,  and  the  child  may  even  be  labelled  as 
naughty  or  lazy  because  her  difficulties  in 
seeing  signed  communication  are  not  un- 
derstood. 

Signing  must  be  considered  as  a  visual 
activity  and  the  following  points  given  care- 
ful thought: 


•  At  what  distance  can  the  child  see  my 
hands? 

•  Are  my  clothes  providing  good  contrast 
to  my  hands? 

•  Is  the  child  capable  of  tracking  the  move- 
ments of  my  hands? 

•  Would  better  lighting  help?  For  instance, 
am  I  standing  with  my  back  to  the  win- 
dow causing  a  silhouette  effect? 

•  Do  I  need  to  make  my  hand  movements 
larger?  smaller?  slower? 

•  Are  some  signs  too  similar  to  each  other? 
Can  I  adapt  them? 

It  is  essential  that  the  child  sees  clear  signing. 
Most  dual  sensory  impaired  children  will 
need  long  exposure  to  co-active  signing  - 
your  hands  over  theirs  -  before  they  can 
begin  to  recognise  or  to  initiate  signs  them- 
selves. 

The  thoughts  and  observations  made  here 
are  based  upon  my  work  as  an  advisory 
teacher  for  the  Family  Advisory  Service, 
Ealing,  working  with  very  young  pre-school 
children.  They  are  addressed  to  the  mothers 
and  fathers  (and  their  children)  with  whom 
I  have  sat,  or  maybe  will  sit,  and  from  whom 
I  have  learned  so  much. 

Please  note  that  throughout  this  article  the 
child  has  been  referred  to  as  'she'  -  this  is  for 
the  sake  of  clarity  and  of  course  readers  will 
appreciate  that  they  should  substitute  'he' 
as  and  where  appropriate. 

Christine  A  Laffan 
Advisory  Teacher 
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Use  hands-on 
signing  to  make 
your  child  begin  to 
link  movements 
with  getting  what 
she  wants. 
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Usher  Parents'  Weekend,  Caer  Llan 


Sue  Sturley  describes  the  events  of  the  first  retreat  organised  specifically  for  parents 
of  Usher  children  ... 


Twenty-four  parents  and 
partners  of  children  with 
Usher  gathered  at  Caer  Llan, 
Monmouth  on  the  8th  Octo- 
ber for  the  first-ever  Usher 
Parents'  Weekend.  With  or- 
ganisers, helpers,  observers 
and  children  we  numbered 
48,  which  was  just  about  right 
for  such  a  weekend.  The 
venue  of  Caer  Llan  was  spec- 
tacularly perfect,  with  wide- 
ranging  views  over  the  Welsh 
countryside.  It  was  a  bit  of  a 
disappointment  that  no 
Welsh  parents  came,  but  the 
rest  of  us  had  come  from  all 
over  the  country. 

Hardly  any  of  us  had  met 
before  and  it  was  with  some 
trepidation  that  we  arrived, 
wondering  what  the  week- 
end had  in  store.  The  first 
evening  was  devoted  to  'get- 
ting to  know  you'  with  some 
relaxing  and  amusing  activi- 
ties, although  by  that  time  the 
tongues  had  been  wagging 
non-stop! 

Th  e  pa  rents  covered  a  chil- 
dren's  age  range  from  seven 
to  thirty  five,  so  there  was 
always  someone  to  compare 
notes  with.  There  were  only 
four  children  there,  who  had 
a  great  weekend  with  the  in- 
defatigable Sparrow  -  per- 
haps it  was  just  as  well  they 
were  a  1 1  boys  when  they  went 
swimming! 

Accommodation  was  in 
the  main  house,  as  well  as  the 
'berm'  -  a  Swedish  style  ex- 
tension heated  by  solar  power 
-  it  was  so  hot  the  first  night 
we  could  hardly  sleep.  In  our 
'dormy'  there  were  four 
mums,  and  we  all  hit  it  off 
from  the  start.  With  our  own 
bathroom  we  were  very  com- 
fortable, though  I  understand 


some  of  the  others  in  the  main 
house  were  not  quite  so  well 
off. 

The  first  day  we  had  a  talk 
from  two  parents,  Jean  Lilley 
whose  daughter  is  now  35, 
and  Chris  Truss  who  has  only 
recently  found  out  that  her 
daughter  has  Usher.  Both 
were  brave  enough  to  de- 
scribe their  feelings  and  we 
all  identified  very  closely  with 
what  they  said.  Then  Geoff 
Day,  an  adult,  told  us  how  he 
had  found  out  about  his 
Usher.  We  were  all  shocked 
when  he  told  us  that  after  the 
doctor  told  him  he  must  give 
up  driving,  he  continued  for 
fourteen  years!  Even  when  he 
stopped  driving  a  car  he  rode 
a  motor  bike! 

In  the  afternoon  we  sepa- 
rated for  various  activities. 
Some  went  on  a  long  walk 
which  had  been  previously 
mapped  out  and  was  very 
much  enjoyed  as  the  weather 
(except  for  one  downpour) 
was  perfect  all  weekend  and 
the  scenery  round  Caer  Llan 
is  incredibly  beautiful.  Some 
of  us  went  into  Monmouth, 
which  turned  out  to  be  a  rather 
dull  town  with  all  the  usual 
shops,  and  tried  to  buy  sou- 
venirs to  take  home  which 
was  rather  difficult  as  the  sou- 
venir shops  had  closed  for  the 
winter. 

After  tea  we  had  a  most 
interesting  talkby  Karen  Steel 
from  the  Nottingham  Re- 
search Centre.  Karen  who 
works  in  close  collaboration 
with  Dr  Bill  Kimberley  in  the 
USA  brought  us  up  to  date 
with  the  latest  research,  and 
described  it  in  such  a  way 
that  it  was  easy  for  us  non- 
scientists  to  understand.  They 


are  so  close  to  a  breakthrough 
in  identifying  the  cause  of 
Usher  that  the  picture  is 
changing  almost  daily.  It  was 
almost  painful  to  realise  that 
there  are  five  Usher  genes  on 
one  chromosome  and  to  have 
a  child  with  Usher  you  and 
your  partner  must  both  have 
exactly  the  same  gene  out  of 
the  five,  which  makes  the 
chances  of  having  a  child  with 
Usher  even  rarer. 

In  the  evening  we  were 
entertained  by  a  magician 
who  did  all  the  usual  tricks 
very  close  up  to  the  audience, 
in  spite  of  which  it  was  impos- 
sible to  spot  how  it  was  done. 
This  included  putting  his  lady 
partner  into  a  chest  tied  and 
chained,  and  in  a  trice  chang- 
ing places  with  her  in  the  pro- 
verbial chest.  It  was  all  very 
relaxing  after  the  somewhat 
emotional  moments  during 
the  day.  We  all  felt  very  emo- 
tionally drained  and  tired  by 
the  time  we  went  to  bed. 

On  Sunday  there  was  a 
short  period  of  worship,  led 
by  Marilyn  Kilsby,  for  those 
who  wanted  it,  after  which 
we  had  a  talk  given  by  some 
of  the  Young  Usher  Group  on 
how  they  felt  about  having 
Usher  and  how  they  led  their 
lives.  Most  of  the  parents 
were,  I  think,  amazed  to  see 
how  these  young  people  had 
total  independence  and  led 
normal  lives  in  spite  of  hav- 
ing visual  and  hearing  prob- 
lems. It  was  interesting  to  note 
that  some  parents  and  chil- 
dren felt  they  wanted  to  learn 
sign  language  after  watching 
the  Young  Ushers  working 
with  interpreters. 

Finally,  we  had  two  ses- 
sions, one  on  the  part  the  fa- 


thers play  in  their  children's 
lives  (as  so  many  times  it  is 
the  mother  who  is  the  domi- 
nant parent),  which  proved 
to  be  very  enlightening  al- 
though rather  difficult  for  the 
fathers  present,  and  they  are 
to  be  congratulated  on  their 
courage  in  speaking  out. 

This  was  followed  by  a  talk 
by  Malcolm  Matthews,  a  di- 
rector of  Sense,  on  the  work 
of  Sense  which  had  to  be  cur- 
tailed through  lack  of  time. 
As  a  result  everyone  present 
felt  they  would  like  to  know 
more,  and  would  like  to  see 
the  Usher  Group  play  a  larger 
role  within  Sense.  To  that  end 
a  meeting  is  being  organised 
in  London  for  parents  to  get 
together  with  Malcolm  and 
others  to  discuss  things  fur- 
ther -  watch  this  space! 

With  great  regret  after 
lunch  and  a  group  photo,  we 
all  'hit  the  trail'  and  made  our 
way  home,  having  made 
many  new  friends.  I  think  all 
the  parents  I  spoke  to  said 
'When's  the  next  one?',  which 
speaks  for  itself. 

Doug  McLean,  one  of  the 
parents,  brought  along  a 
whole  range  of  his  books  from 
his  bookshop,  the  Forest 
Bookshop.  He  stocks  a  spe- 
cial section  on  deafness  with 
well  over  100  titles,  and  any- 
one wanting  his  mail  order 
catalogue  should  write  to  him 
at  8  St  John  Street,  Coleford, 
Glos  GL16  8AR. 

Finally,  many  thanks  to 
Mary  Guest,  Ann  Marie 
Patrick,  Marilyn  Kilsby,  the 
interpreters,  Lloyds  Bank  and 
others  of  the  Usher  team  who 
worked  so  hard  to  make  the 
weekend  a  success  -  it  cer- 
tainly was. 
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Andy  Finch  of  Lloyds  Bank  meets  with  Mary  Guest  and  Janet  Cumming  at  the  Usher  Parents'  weekend. 


Usher  Syndrome  in  the 
Deaf  Community  Project 

As  we  near  the  end  of  our  second  year  of  the  Project  we  can 
look  back  on  the  past  year  with  some  satisfaction  as  the  Project 
has  progressed  very  well  and  in  some  ways,  dramatically! 


The  programme  to  train  Deaf 
people  to  become  advocates 
for  Usher  is  well  under  way 
with  two  training  weekend 
courses  now  behind  us.  The 
first  weekend  -  Usher  Syn- 
drome In  Depth  -  focused 
mainly  on  how  the  eye  works, 
genetics,  and  the  psychologi- 
cal and  emotional  effects  of 
stress  and  visual  loss.  The  sec- 
ond weekend  -  Communica- 
tion -  focused  on  broadening 
the  participants'  concept  of 
communication  issues  and 
then  introducing  them  to  dif- 
ferent ways  of  using  commu- 
nication through  touch.  There 
were  five  role  models  on  this 
weekend,  all  of  whom  have 


Usher,  who  proved  to  be  ex- 
cellent. 

There  will  be  two  more 
training  weekend  courses  to 
come  -  What  Is  Advocacy?  in 
November  1993  and  Personal 
Skills  Development  in  Janu- 
ary 1994  -  and  possibly  an- 
other weekend  to  fill  in  the 
gaps  and  to  recap  prior  to 
evaluation.  On  the  materials 
development,  the  second  leaf- 
let called  'Usher  and  You' 
came  out  in  the  summer  and 
proved  to  be  quite  popular 
among  deaf  people.  This  is 
because  cartoons  are  used 
mainly  to  show  what  are  the 
right  and  wrong  ways  to  do 
things  when  a  deaf  person  is 


talking  or  guiding  an  Usher 
person.  It  is  very  visual  and 
quite  humorous  but  in  a  very 
sensitive  way. 

The  third  leaflet  which  is 
currently  being  developed 
is  to  be  in  poster  form.  Usher 
and  the  deaf  community  will 
again  be  in  cartoon  format 
showing  how  the  deaf  com- 
munity can  adapt  to  make 
life  easier  for  those  who  have 
Usher. 

Preliminary  work  has 
now  begun  on  the  fourth 
leaflet  -  Usher  and  the  fam- 
ily -  which  will  come  out 
early  1994. 

Sarah  Reed 


Calling 

Usher 

families 


After  the  very  successful 
Usher  Parents  Weekend  near 
Monmouth  in  October  1993 
parents  showed  a  real  inter- 
est in  finding  out  more  about 
Sense  and  how  Usher  Serv- 
ices fit  into  Sense  as  a  whole. 

To  meet  this  need  the  Serv- 
ices Department  is  arrang- 
ing a  follow-up  meeting  to 
discuss  the  'nuts  and  bolts' 
of  Sense  on  Saturday  Janu- 
ary 22nd  1994  at  Sense  HQ, 
from  2.00  to  4.30  pm. 

For  details  please  contact: 


Ann  Marie  Patrick 
Usher  Services 
11-13  Clifton  Terrace 
London  N4  3SR. 

Tel:  071  272  7774 
Fax:  071-272  3862. 
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Skate  Sense  in  Bristol 


"Great  fun.  Put  us  down  for  next  year'  was  the  general  verdict  at  the  end  of  the  first 
Sense  Ice  Skate  in  Bristol.  It  took  place  in  late  September  amidst  great  hilarity  and 
was  arranged  by  the  Avon  Corporate  Committee. 


Thirteen  teams  from  compa- 
nies based  in  the  City  of  Bris- 
tol tried,  with  vaning  degrees 
of  success  but  no  lack  of  en- 
thusiasm, to  outdo  each  other 
at  the  Bristol  Ice  Rink.  Every 
effort  counted  -  from  the  man 
who  managed  110  laps  in  ten 
minutes,  to  the  two  people 
who  between  them  managed 
half-a-lap  in  the  same  time  - 
most  of  it  on  their  posteriors! 

The  whole  event  was  gen- 
erouslv  sponsored  by  the 
Midland  Bank,  including  a 
prize-giving  evening  recep- 
tion with  trophies.  Hiram 
Walker  kindly  donated  two 
magnums  of  champagne  for 
the  winning  teams. 

The  Midland  Bank  Cup, 
for  the  team  covering  the 
greatest  distance,  was  won  by 
Scottish  Widows.  The  Robin 


Left  to  right:  Gary  Miller,  City  of  Bristol  Area  Manager  for 
Midland  Bank  toasts  Jane  McNicol  Team  Representative  and  Sales 
Considtant  for  Scottish  Widoivs  and  Pat  Rowlands  Team  Repre- 
sentative and  Personnel  Manager  for  KPMG  Peat  Manvick. 
Cousins  Challenge  Trophy,      succumbed  to  flu  on  the  night 


for  the  team  producing  the 
most  sponsorship  money, 
was  won  by  KPMG  Peat 
Marwick.  Robin  Cousins  in- 
tended to  present  the  trophy 
himself  but  unfortunately 


and  his  parents  kindly  played 
understudy. 

The  funds  raised  from  this 
event,  estimated  to  be  around 
£3000,  will  go  to  the  Woodside 
Centre    in    Bristol   which 


opened  in  September.  Here 
Sense  provides  a  drop-in  play 
and  resource  area  for 
deafblind  and  visually  im- 
paired children  and  their 
families  from  Avon  and 
across  the  South  West. 

A  big  "Thank  you'  from 
Sense  South  West  to  every- 
one who  participated;  to  the 
Midland  Bank  for  their  sup- 
port and  especially  to  the 
Avon  Corporate  Committee 
for  all  their  hard  work.  In  re- 
sponse to  the  enthusiasm 
shown  by  the  teams  they  are 
already  planning  next  year's 
Ice  Skate  for  early  October.  If 
your  company  has  a  base  in 
Bristol  why  not  join  in? 


Hilary  Pegler 

SW  Appeals  Director. 


Sense  East 

Halifax  Building 
Society 

The  local  branches  of  the  Hali- 
fax building  Society  have  sup- 
ported Sense  East  over  the 
past  few  months  by  holding 
Quiz  Nights  in  the  region, 
stopping  in  Market  Deeping 
en  route.  The  cheque  presen- 
tation is  due  to  take  place  at 
Market  Deeping  shortly. 


The  Great  Eastern 
Run 

rn  Run,  which 
.remised  by  The  Peter- 
borough Evening  Telegraph 
and   sponsored   by  British 
,  took  place  ag.jin  this 
on  May  16    More  than 
5,000  runners  took   to  the 


streets  of  Peterborough  to 
raise  money  for  charity  and 
an  amount  in  excess  of 
£100,000  was  raised.  Sense 
East  was  one  of  the  benefici- 


The  Regional 
Conference 

Sense  East  held  its  annual 
Regional  Conference  on  27th 
October  1993.  Sense  support- 
ers and  companies  were  in- 
vited to  hear  presentations  by 
Jan  Leader  on  Manor  House 
Crafts,  David  Ford  on  the 
Intervenor  Scheme,  Tiz  Nash 
on  Capital  Fundraising  and  a 
showing  of  the  new  training 
video  The  conference  was  a 
tremendous  success  with  a 
good  attendance  and  prom- 
ises of  renewed  support. 


Trust  Update 

I  am  happy  to  report  that  in 
the  last  three  months  Sense 
has  received  maj  or  donations 
from  both  BBC  Children  in 
Need  and  The  Rings  Fund. 
BBC  Children  in  Need  have 
in  past  years  been  a  tremen- 
dous supporter  of  our  work, 
and  this  year  proved  to  be  no 
exception.  A  most  welcome 
donation  of  £54,510  was  made 
towards  the  Northern  Ireland 
Leisurelink  Scheme,  Sense 
Midlands  consumer  survey 
into  respite  care  and  the  1994 
holiday  programme.  The 
£35,500  attributed  to  the  final 
project  will  pay  for  over  fifty 
summer  holidays  for  our 
younger  beneficiaries  next 
summer. 

In  October,  we  received  the 
wonderful  news  that  the 
Ring's  Fund  had  agreed  to 
fund  Sense's  London  Advo- 
cacy Initiative  by  making  a 


donation  of  £29,519,  securing 
the  future  of  this  three  year 
project  together  with  the  De- 
partment of  Health.  Readers 
of  Talking  Sense  may  remem- 
ber that  June  of  this  year  saw 
the  start  of  the  project  which 
is  to  explore  the  establishment 
of  advocacy  partnership  for 
deafblind  people  living  in 
London's  long-stay  mental 
handicap  hospitals. 

Despite  the  increasing  de- 
mand on  their  resources,  this 
year's  trusts  have  once  again 
demonstrated  their  commit- 
ment to  the  work  of  Sense. 
Such  support  is  invaluable 
and  on  behalf  of  everyone  at 
Sense  my  thanks  goes  to  those 
trusts  who  have  so  generously 
given  their  time  and  money 
in  1993. 

Davina  Evans,  Trusts 
Officer 
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Helen's  holidays 


It  is  some  time  since  I  wrote  of 
my  daughter  Helen.  At  present 
she  is,  I  hope,  enjoying  her 
holiday  in  Rhodes  with  three 
other  young  women.  More  of 
holidays  later. 

On  the  way  to  the  Orebro 
Conference  I  was  told  about 
Helen  giving  one  of  the 
Poolemead  staff  (who  came 
into  the  lounge,  sat  down  and 
put  her  feet  up)  a  foot  and  leg 
massage,  having  reached  out 
for  the  oils  after  feeling  the  feet. 
Helen  usually  reaches  down  to 
feel  shoes  after  checking  things 
like  the  rings,  watches,  glasses, 
earrings  and  hair  of  people 
who  come  up  to  her.  The  lady 
who  received  the  massage  said 
to  me  "I  wish  you  could  have 
seen  her  face;  she  was  so 
pleased  with  herself. 

Last  summer  Helen's  spe- 
cial person,  Kerry,  took  her  to 


Spain  where  all  four  in  the 
party  enjoyed  themselves. 
Several  weeks  after  their  re- 
turn Helen  took  hold  of  Ker- 
ry's wrist  and  pulled  her  into 
her  bedroom.  Helen  then 
pulled  out  her  suitcase  and 
went  to  the  wardrobe  to  take 
out  the  shoes  bought  for  the 
Spanishbeaches  and  returned 
to  Kerry  to  shake  her  arm. 

Kerry  responded  to  the  sig- 
nals by  phoning  Penzance  to 
book  herself  and  Helen  in  and 
then  phoned  me  for  permis- 
sion to  take  Helen  on  holiday. 
My  reaction  was,  "but  she's 
only  just  come  back  from  holi- 
day." When  I  heard  how  she 
had  asked  I  was  both  amused 
and  delighted.  It  was  much 
later  I  learned  that  Kerry  had 
phoned  her  parents  and  asked 
to  take  Helen  there  for  a  few 
days.  I  understand  Helen  got 


on  well  with  the  family,  espe- 
cially Kerry's  father.  I  feel  very 
grateful  indeed  to  Kerry  and 
her  family. 

In  the  autumn  Helen  was 
assessed  as  being  suitable  for 
a  mobility  programme,  and  I 
was  thrilled  to  see  her,  when 


I  went  in  February,  walking 
around  the  campus  using  her 
long  white  cane  very  well.  I 
am  told  she  has  progressed 
far  more  quickly  than  antici- 
pated. This  is  in  spite  of  the 
fact  that  on  one  occasion  in 
the  house  she  bumped  into 
another  student  and  ended 
up  on  the  floor  in  some  dis- 
tress. Her  confidence  does  not 
appear  to  have  been  dented 
by  this  experience. 

More  recently  there  have 
been  some  worries  about  her 
behaviour  and  her  health. 
Perhaps  the  two  are  con- 
nected. At  any  rate  her  visits 
to  a  cranial  osteopath  seem  to 
be  having  some  good  effects 
and  I  am  sure  the  holiday  will 
help. 

Margaret  White 
PS  I'd  like  to  wish  people  a 
very  happy  Christmas. 


James  Payne 
9/3/90  -  26/9/93 


It  is  with  great  sadness  that 
we  have  to  announce  that 
James  passed  away  on  26th 
September. 

James  was  a  little  battler. 
Right  from  a  few  weeks  old, 
when  he  contracted  meningi- 
tis, he  battled  on  and  won 
through  against  all  odds. 

He  had  a  lovely  smile  and 
made  a  few  quiet  sounds 
when  he  was  happy,  mainly 
when  being  sung  to  or  mas- 
saged. 

The  last  two  summers, 
James  had  a  holiday  at  the 
Family  Centre  at  Sense  Mid- 
lands, where  he  enjoyed  lots 
of  outings  and  sessions  in  the 
swimming  pool.  We  will 
never  forget  his  little  face,  all 
alight  with  pleasure  as  he  lay, 
feeling  the  vibrations  up  his 
back  on  top  of  the  piano  or  on 
the  resonance  board. 

James  will  be  sadly  missed 
by  all  the  holiday  helpers  and 


the  Sense  Midlands  Family 
Support  Service  team.  We  all 
send  our  best  wishes  to  his 
family  and  his  baby  sister 
Julie,  who  arrived  early 
enough  to  meet  her  very  spe- 
cial big  brother  James. 

Joan  Spriggs 

Family  Support  Worker 


THE  UNIVERSITY  OF  BIRMINGHAM 
SCHOOL  OF  EDUCATION 

REGIONAL  SUPERVISORS 

DISTANCE  LEARNING 

EDUCATION  OF  CHILDREN 

AND  YOUNG  PEOPLE  WITH 

MULTI-SENSORY  IMPAIRMENT 

These  part-time  posts  are  tenable  from  Septem- 
ber 1994  for  a  two  year  period. 
Candidates  should  have  practical  and  academic 
experience  in  the  field  of  multi-sensory  impair- 
ment. 

Successful  candidates  will  be  involved  in  the 

provision  of  students'  locally-based  tutorial/ 

seminar  support  for  this  new  distance  learning 

course. 

An  honorarium  is  payable. 

Further  particulars  available  from: 

Heather  Murdoch 

School  of  Education 

University  of  Birmingham 

Birmingham  B15  2TT. 
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A  cry  in  the  dark 


4fh 


Our  third  daughter  Michaela  was  born  three  years  ago,  I  knew  immediately  after  she 
was  delivered  that  her  cry  was  not  right.  It  took  five  weeks  for  Michaela  to  be 
diagnosed  as  having  cri-du-chat  syndrome,  Cri-du-chat  is  French  for  cry  of  the  cat 
because  of  the  weak  mewing  cry  the  babies  make  when  they  are  born, 
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Michaela.  Her  cry  in  the  dark 
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Lynette  Eaans 


CONTACTS 


Cyclists  go  flat  out 


Thanks  to  the  efforts  of  The 
Rotaract  Club  of  Bracknell 
an  entire  flat  in  the  Bamet 
Centre  has  been  furnished 
down  to  the  last  picturehook! 
Lucinda  Shaw,  Regional  Di- 
rector of  Fundraising  for  the 
North  Thames  region,  was 
presented  with  a  cheque  for 
£15,000  at  the  John  Nike  Lei- 
sure Centre  near  Bracknell  by 
John  Nike  himself.  During 
half-time  in  the  middle  of  an 
ice-hockey  game  a  red  carpet 
was  rolled  onto  the  ice  and 
Lucinda  Shaw  and  a  repre- 
sentative from  The  Anthony 
Nolan  Bone  Marrow  Charity 
received  their  cheques.  The 
money  had  been  raised  by  the 
1,000  cyclists  who  took  part 
in  the  50-mile  three  Counties 


Cycle  Ride  in  June  organised 
by  the  energetic  Bracknell 
Rotaract.  Earlier  in  the  year 
members  of  the  club  had  de- 
cided that  they  wanted  to  raise 
enough  money  to  kit  out  one 
of  the  four  flats  currently  be- 
ing built  in  Barnet  -  and  they 
did  it!  Lucinda  Shaw  said,  "I 
am  absolutely  amazed  at  how 
much  they  managed  to  raise 
and  delighted  that  they  chose 
this  important  project  to  sup- 
port. Many,  many  thanks  to 
all  those  involved  in  the 
Rotoract  Club  of  Bracknell 
and  the  intrepid  cyclists  who 
not  only  managed  to  complete 
the  fifty  miles,  but  also  col- 
lected all  of  their  sponsor 
money  in!" 


IMPORTANT 
MESSAGE 


Sense  Northern 

Ireland  is 

moving 

From  1st  October  1993  Sense  NTs  full 
address  will  be: 

Sense  Northern  Ireland 

Resource  Centre 

Purdysburn  Complex 

Saintyfield  Road 

Belfast  BT8  8BH 

Telephone  0232  705858 
Fax  &  Telephone  0232  705688 


Sense 

The  National  Deafblind 
and  Rubella  Association 


REGIONAL  OFFICES 
AND  CENTRES 

Sense  Cymru:  Shand  House,  20 
Newport  Road,  Cardiff  CF2 
1YB.  Tel:  0222  457641. 
Development  Officer:  Graham 
Smith 

Sense  East:  The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Regional 
Director:  David  Ford 

Sense  Midlands:  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021-456  1564,  Fax: 
021-452  1656.  Regional  Director: 
John  Hatton 

Sense  South  West:  71-73  Queen 
Street,  Newton  Abbot,  Devon 
TQ12  2AU.  Tel:  0626  64079. 
Regional  Development  Officer: 
Peter  Holman 

Overbridge  Centre:  63  St 
Andrews  Drive,  Glasgow  G41 
5EY.  Tel:  041-423  2064.  Principal: 
Megan  Wilson 

Sense  Trading:  43a  Station 
Approach,  Hayes,  Kent  BR2 
7EB.  Tel:  081-462  1611.  Head  of 
Trading:  Adrian  Barker 

Finance  Centre:  122  Westgate, 
Wakefield,  W.  Yorks  WF1  1XP. 

Head  of  Finance:  Derek  Pernak 


EDUCATIONAL  /  FAMILY 
SUPPORT 

The  Family  Centre:  86 

Cleveland  Road,  Ealing, 
London  W13  0HE.  Tel:  081-991 
0513.  Principal:  Lindy  Wyman 

The  Birmingham  Family 
Centre:  4  Church  Road, 
Edgbaston,  Birmingham  B15 
3TD.  Tel:  021-456  1564. 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre: 

15  Newark  Drive, 
Pollockshields,  Glasgow  G41 
4QB.  Tel:  041-424  3222.  Assistant 
Director:  Joyce  Wilson 

Sense  East  Educational 
Consultancy:  The  Manor 
House,  72  Church  Street, 
Market  Deeping,  Peterborough 
PE6  8AL.  Tel:  0778  344921. 
Contact:  Denise  Ford 

South  West:  Royal  West  of 
England  School  for  the  Deaf,  50 
Topsham  Road,  Exeter  EX2 
4NF.  Tel:  0392  72692.  Advisory 
Teacher:  Phillipa  Clark 

Woodside  Family  Centre: 

Woodside  Road,  Kingswood, 
Bristol  BS15  2DG.  Tel:  0272 
670008.  Centre  Manager:  Cathie 
Godfrey 

See  inside  front  cover  for  main 
office  addresses 


AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deaf-Blind,  40  Lower 
Drumcondra  Road,  Dublin  9, 
Ireland.  Tel:  0001  300562. 
Contact:  Ray  McLoughlin. 

BRANCH  CONTACTS 

Avon  Parents  Resource:  Derek 
and  Mandie  Lewis,  74 
Pendennis  Park,  Brislington, 
Bristol  BS4  4JN 

East  Anglia  Branch:  Elizabeth 
Royle,  The  Lanterns,  Church 
Lane,  Playford,  Ipswich,  Suffolk 
IP6  9DS.  Tel:  0473  622443 

East  Midlands  Branch:  Mrs 
Avril  Huke,  72  St  Mary's  Lane, 
Louth,  Lines  LN110DT. 

Kent  Branch:  Sue  Turner, 
Spring  Grove,  Goudhurst  Road, 
Marden,  Tonbridge,  Kent  TNI 2 
9NW. 

London  North  East  Branch: 

Christine  Taylor,  26  Albion 
Road,  Walthamstow,  London 
E17  3HZ.  Tel:  081-520  1736 

London  West  Branch:  Josie 

Connolly,  299  West  End  Road, 
South  Ruislip,  HA4  6QS.  Tel: 
081-841  2374 


Midlands  Branch:  Margaret 
Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU. 
Tel:  0203  616962 

Norfolk  Branch:  Anne  Fitz- 
Patrick,  38  Pelham  Road, 
Norwich,  Norfolk,  NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  Site  1, 
Aldergrange  Pk,  Manse  Rd, 
Newtownards,  Co.  Down,  N.I. 
Tel:  0247  822929 

North  West  Branch:  Margery 
Harrison,  6  Tidal  Lane, 
Padgate,  Warrington,  Cheshire 
WA1  3DT.  Tel:  0925  813520 

Nottingham  Branch:  Alison 
Armes,  The  Willows,  142  Main 
Rd,  Watnell,  Notts  NG16  1HA. 

Sense  Cymru  Branch:  Hazel 

Benjamin,  8  Forest  View,  Cimla, 

Neath,  West  Glamorgan  SA 1 1 

3RS. 

Tel:  0639  637115 

South  West  Branch:  Man' 
Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12 
1EV.  Tel:  0626  69278 

Yorkshire  Branch:  Pat  Machin, 
10  Mayfield  Avenue,  Bailiffe 
Bridge,  Brighouse,  W.  Yorks 
HD64BF.  Tel:  0484  718226 


Talking  ^ii>c  ■  Winter  llW  ■  31 


Questionnaire 


In  April  1993  the  parts  of  the  NHS  and  Community  Care  Act  concerned  with  Community  Care  Finances  and 
Assessment  were  implemented.  Sense  wants  to  inform  Government  of  how  the  changes  are  affecting  people  who 
are  deafblind  and  multiply  disabled  and,  if  necessary,  campaign  for  changes  and  improvements. 
We  may  also  be  able  to  advise  you  over  your  individual  situation  if  you  would  like  us  to  do  this. 


Xame  of  person  completing  the  questionnaire 


Was  a  person  with  knowledge  of  deafblindness  or  mul- 
tiple disability  involved? 


Address 


Phone  No. 


Name  of  person  with  disability  (if  different) 


What  needs  did  you  want  to  be  met? 


What  was  the  outcome  of  the  assessment? 


Age. 


Address  (if  different) . 


Nature  of  disability  (eg  deafblind,  deaf,  blind,  severe 


learning  disabilities,  etc) 


Are  you  happy  with  the  outcome? 

Was  the  outcome  influenced  by  the  availability  of  re- 
sources?   __ 

Were  you  given  reasons  and  an  explanation  as  to  what 
services  the  assessed  needs  called  for? 


Were  you  given  information  about  what  services  the 
authority  was  proposing  to  provide? 


Please  answer  the  following  questions.  If  a  question  is 
not  relevant  or  you  do  not  know  the  answer,  then  ignore 
it.  You  may  provide  any  additional  information  you 
wish. 


Xame  of  Local  Authority 


Do  you  have  a  social  worker?  . 

Do  you  have  a  care  manager?  

Has  an  assessment  been  requested  since  April,  1993? 


Have  you  considered  using  the  complaints  or  appeals 
procedures? 


In  your  view,  has  there  been  an  improvement  since  the 
implementation  of  Community  Care? 


Are  you  willing  for  this  information  to  be  used  in 
campaigning? 


Are  you  willing  for  names  to  be  given? 
Any  further  information? 


Has  an  assessment  been  undertaken  since  April,  1993? 


If  so,  what  form  did  it  take? 


Who  was  involved? . 

Were  you  involved? 


Attach  additional  sheets  if  required. 

Do  you  wish  to  be  contacted  by  Sense  to  discuss  this 
situation? 


Please  return  this  form  to:  Malcolm  Matthews,  Sense,  11-13  Clifton  Terrace,  London  N4  3SR. 
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From  the  Editor 

This  issue  sees  the  sec- 
ond part  of  our  feature 
on  intervention. 

Talking  Sense  has 
also  looked  into  the 
sensitive  subject  of 
sexuality,  and  asks  the 
question  'How  do  you 
teach  a  deafblind  per- 
son about  sex?'  This  is 
a  subject  sure  to  pro- 
voke strong  opinions 
and  a  protracted  de- 
bate. 

We  would  be  inter- 
ested to  hear  of  your 
own  experiences,  and 
views  on  the  subject. 

Could  we  also  ex- 
tend a  plea  for  com- 
pleted Sensus  forms  to 
be  returned  as  soon  as 
possible.  Forms  are 
available  from  Derry 
Newton  at  Sense  HQ  if 
needed. 

STOP  PRESS: 

We  have  just  been  in- 
formed that  a  docu- 
mentary about  Julia 
Gates,  a  young 
deafblind  woman,  will 
be  broadcast  on  Chan- 
nel 4's  "True  Story"  on 
May  23rd. 


The  front  cover  shows 
Paul  Todd  with  mum 
Suzanne. 


2  ■  Talking  Sense  ■  Spring  1994 


NEWS 


Carrickfergus  is  urged 
to  show  'Sense' 


January  saw  the  launch  of  Sense  Northern  Ireland's  'Homes 
for  Life'  appeal  in  Carrickfergus  Town  Hall.  Margaret  Dodds, 
Sense  NI's  service  manager  explained  to  an  attentive  audi- 
ence of  local  business  people,  parents  and  representatives 
from  various  government  bodies  that  Sense  NI  plans  to 
build  a  £700,000  Residential/Day  Care  Centre  at  Edenvale 
Avenue,  Carrickfergus. 


The  project  will  be  completed 
in  two  phases,  the  first  will  be 
the  provision  of  'Homes  for 
Life'  -  two  specially  adapted 
bungalows  which  will  cater 
for  up  to  10  deafblind  young 
adults  currently  in  long  stay 
institutions,  or  living  away 
from  their  families  on  the 
mainland.  The  second  phase 
will  provide  a  day  centre  to 
be  used  by  residents  and  day 
students.  It  will  offer  educa- 
tion and  training  in  daily  liv- 
ing skills  and  possibly  voca- 
tional training  to  enable  the 
students  to  live  as  independ- 
ently as  possible. 

The  f  acuities  are  being  pro- 
vided as  the  result  of  a  part- 
nership between  Sense  and 
the  government  funded 
Habinteg  Housing  Associa- 
tion, which  specialises  in 
housing  for  the  disabled.  Un- 
der the  government  sheltered 
housing  programme  funding 
has  been  obtained  to  the  tune 
of  over  £242,000  to  build  the 
two  residential  units.  Sense  is 
now  appealing  to  the  public 
and  local  business  commu- 


young  people  who  are 
deafblind  have  to  go  to  Eng- 
land or  Scotland  to  get  the  spe- 
cialist support  and  services 
they  need.  The  centre  would 
mean  they  could  stay  within 
their  local  community. 


Looking  over  the  Sense  Northern  Ireland  brochure  for  the  new 
development  in  Eden  in  the  Mayor's  parlour  are  service  manager 
Margaret  Dodds,  Mayor  Sean  Neeson,  Sense  NI  chairwoman  Evelyn 
Grier  and  Jeremy  Woods  fundraising  manager. 


nity  to  raise  the  additional 
£330,000  for  the  decoration 
and  furnishing  of  the  units 
along  with  the  entire  cost  of 
adding  the  day  care  facilities. 
Describing  the  new  Eden 
Centre  as  a  milestone  in  the 
development  of  services  in 
Northern  Ireland,  Margaret 
Dodds  said  that  at  present 


Evelyn  Grier  MBE,  chair- 
woman of  Sense  NI  praised 
the  parents  of  Northern  Ire- 
land's deafblind  children  who 
had  backed  Sense  all  the  way 
adding:  'for  too  long  the  par- 
ents of  children  who  are  deaf 
and  blind  have  been  left  to 
one  side.  There  are  services 
for  deaf  people,  for  blind  peo- 


ple  and  for  the  mentally 
handicapped  but  providing 
services  for  people  who  are 
multi-sensory  impaired  has 
not  been  possible  until  now'. 

At  the  outset  of  the  day  the 
Mayor  of  Carrickfergus,  Al- 
derman Sean  Neeson,  said  he 
was  pleased  to  be  asked  to 
officially  launch  what  was  a 
major  project  for 

Carrickfergus.  He  went  on  to 
say.  'We  have  come  to  recog- 
nise that  disability  is  not  just 
related  to  people  in  wheel- 
chairs but  goes  well  beyond 
that,  and  there  needs  to  be 
greater  awareness  in  the  com- 
munity'. He  added  that  the 
appeal  for  the  new  centre  was 
very  worthy  of  public  sup- 
port and  was  an  indication  of 
what  care  in  the  community 
should  really  be  about. 

Anyone  who  wants  to  get 
involved  in  the  fundraising 
side  of  the  scheme  or  would 
like  further  information 
should  contact: 

Margaret  Dodds 
Development  officer 
Sense  Northern  Ireland 
Regional  Office  and 
Resource  Centre 
Purdysburn  Complex 
Saintfield  Road 
Belfast 

Tel:  0232  705858. 


An  artist's  impression  of  the  proposed  Eden  Development 
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NEWS 


SENSE  2000  is  no  more 


%&; 


In  December  1993  Sense's  ruling 
body,  the  Council,  decided  to  no 
longer  use  the  term  Sense  2000 
to  refer  to  Sense's  strategy  to 
make  a  reality  of  community 
care  for  people  with  multiple 
disabilities. 


Sense  2000  was  launched  in 
January  1991  at  a  meeting 
with  Stephen  Dorrell,  then  the 
Minister  at  the  Department  of 
Health  responsible  for  com- 
munity care.  It  envisaged 
Sense  raising  over  £12  mil- 
lion in  donations  and  govern- 
ment grants  in  order  to  create 
a  network  of  residential  cen- 
tres throughout  the  UK  by 
the  year  2000. 


The  strategy  was  based  on 
two  planks  -  launching  a  major 
fundraising  appeal  and  secur- 
ing a  substantial  grant  from  the 
Government.  Sadly  neither  of 
these  was  possible.  The  De- 
partment of  Health  said  that  it 
would  only  consider  proposals 
for  individual  residential 
schemes  and,  as  the  recession 
deepened,  Sense  could  see  little 
value  in  launching  a  major 


fundraising  appeal. 

The  name  lingered  on  as  a 
description  of  the  substantial 
amount  of  the  work  Sense  was 
able  to  do  developing  good 
quality  residential  services  for 
deafblind  adults. 

"The  decision  to  stop  talk- 
ing about  Sense  2000  does  not 
mean  we  no  longer  care  about 
the  thousands  of  adults  with 
complex  and  multiple  dis- 
abilities, trapped  without  ad- 
equate services  in  their  par- 
ent's homes  or  who  are  inap- 
propriately placed  in  long 
stay  hospitals",  said  Dave 
Harker,  Sense's  deputy  chief 
executive.  "The  decision  was 
taken  because  we  felt  that 
people  were  confused  by  the 
phrase  and  genuinely  uncer- 
tain of  what  it  meant." 

To  emphasise  the  point 
Dave  went  on  to  say  that  Sense 


has  "clear  plans  to  develop 
new  services  throughout  the 
country  and  are  pursuing 
them  energetically,  in  spite  of 
fundraising  difficulties.  Since 
that  meeting  with  the  Minis- 
ter we  have  doubled  the 
number  of  residential  places 
we  are  able  to  offer  adults  and 
they  will  double  again  in  the 
next  few  years." 

"Developing  high  quality 
education  and  residential 
services  is  at  the  heart  of 
Sense's  overall  strategy.  In 
January  we  heard  that  we  had 
received  approval  from  Tai 
Cymru  (the  Welsh  equivalent 
of  the  Housing  Corporation) 
for  three,  three  bedroom 
group  homes  to  be  developed 
in  partnership  with  Gwalia 
Housing  Association  in  South 
Wales." 


The  1994  Weekend 
Away 


Sense's  bi-annual 
conference,  other- 
wise known  as  the 
Weekend  Away,  will 
be  held  from  23rd  to 
25th  September 
1994  inclusive  at 
Mason  Hall,  Univer- 
sity of  Birmingham. 

The  aim  is  to  provide  a  pro- 
gramme that  will  appeal  to 
everyone,  be  you  a  parent  or 
professional  involved  or  in- 
terested in  deafblind  issues. 

The  theme  of  this  year's 
event  will  be  aspects  of  Chal- 
lenges and  Achievements.  To 
interpret  this  theme  in  its  wid- 
est form  our  provisional  pro- 
gramme refler  ts  it  number  of 
related  and  representative  is- 
sue-, 

There  will  also  be  several 
'..:  erv-v- >on-., open  toalland 
displays  from  other  deafblind 


units.  Due  to  popular  de- 
mand, there  will  be  a  series  of 
afternoon  sessions  devoted  to 
Serious  Fun  and  plenty  of  so- 
cial activities. 

We  will  be  running  struc- 
tured recreation  and  play  ac- 
tivities for  children  and  young 
adults  and  there  will  be  a 
baby-sitting  service  provided 
in  the  evenings. 

The  closing  date  for  all 
appl  ications  and  the  payment 
of  fees  is  7th  August,  1994. 
We  do  have  a  number  of  free 
places  available  to  families. 
Please  see  back  cover  for  ap- 
plication form. 


For  further  information 
please  contact  Martine 
Coppens  at  Sense  Head 
Office  on  071  272-7774  or 
071  272-9648  (Minicom) 
and  071  272-4880 
(Qwerty). 


That's  why  the  lady 
was  a  tramp 


Sense  South  West  dropped 
their  respectable  image  last 
month  to  host  a  Tramps'  lunch 
in  Buckfastleigh  Town  Hall 
for  the  fourth  year  lunning. 

Ian  Stirling,  the  popular 
West  Country  television  per- 
sonality, agreed  to  come  along 
and  slum  it  for  the  day;  then 
turned  the  tables  on  lunch 
organiser,  Joan  Whattley,  by 
presenting  her  with  the  'Stir- 
ling Salute'  basket  of  flowers 
pictured  below. 

Each  week  Ian  Stirling 
chooses  a  public  spirited  per- 


son, who  has  been  nominated 
by  their  friends  and  col- 
leagues, to  receive  a  mention 
on  his  programme.  Unbe- 
known to  Joan,  Peter  Holman, 
the  regional  service  manager, 
had  contacted  Ian  when  he 
heard  he  had  accepted  their 
lunch  invitation,  to  suggest 
that  Joan  deserved  some  rec- 
ognition for  all  the  work  she 
has  done  for  Sense  over  the 
years.  Ian  agreed,  and  turned 
up  complete  with  TV  cam- 
eras to  record  her  special 
moment. 
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Entrepreneur  Julie  wins 
Young  Deaf  Achievers  Award 


NEWS 


Julie  Brown  from 

Beaconsfield,  Bucks  was  cho- 
sen as  the  BT  Young  Deaf 
Achiever  for  1993.  Julie,  27, 
who  is  profoundly  deaf  and 
partially  sighted,  received 
her  gold  award  from  HRH 
The  Princess  Royal,  Sense's 
Patron,  at  a  special  ceremony 
at  the  Cafe  Royal  in  London. 

Julie  is  Director  of  'Communi- 
cation Works',  a  company  she 
created  which  provides  basic 
information  and  support  to 
newly  deafened  or  blinded 
people  and  aims  to  improve 
communication  between  deaf, 
deafblind  and  sighted  hearing 
people.  Communication 
Works  arranges  workshops 
and  courses  in  sign  language, 
deaf  awareness,  deafblind 
awareness  and  visual  impair- 
ment awareness. 

'One  of  the  most  frustrat- 
ing things  I  find  about  being 


deaf  and  visually  impaired,' 
said  Julie,  'is  that  I  do  not 
have  same  access  to  informa- 
tion as  everyone  else.  The  aim 
of  Communications  Works  is 
to  provide  that  information.' 

It  was  also  a  special  day 
for  three  year  old  Matthew 
Dixon,  of  Greenwich,  born 
deafblind.  Matthew  was  cho- 
sen to  present  HRH  The  Prin- 
cess Royal  with  a  large  first 
Wedding  Anniversary  card, 
and  for  good  measure  a 
Christmas  card  drawn  by 
himself  and  other  children 
with  special  needs.  The  anni- 
versary card  featured  The 
Princess  Royal's  husband  as 
a  sailor  in  green  trousers,  red 
tie  and  saucy  nautical  hat. 

The  Young  Deaf  Achiev- 
ers Awards  are  sponsored  by 
BT  as  part  of  its  support  for 
young  people  with  special 
needs,  and  are  organised  by 
Deaf  Accord. 


Going  to  pot 


The  South  West's  Open 
Handicap  Snooker  Compe- 
tition raised  nearly  £400  for 
Sense.  Century  Snooker 
Club  owner,  Bill  Watson, 
hands  over  his  club  each  year 
to  enable  Sense  to  run  this 
annual  pro-am  competition. 
For  a  £5  entry  fee  anyone 
can  take  part  and  try  for  the 
prize  money  and  trophies  on 
offer.  Thomas  Trophies  of 


Newton  Abbot  have  given  a 
perpetual  cup,  which  stays  at 
the  club. 

The  1994  event  saw  over  40 
entries  including  Peter 
Holman,  the  regional  services 
manager  and  Clive  Eden,  vice 
chairman  of  sense  South  West. 
The  competition  was  won  by 
Matthew  Passmore  from 
Torquay  who  beat  Steve  Moon 
in  a  closely  fought  final. 
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Julie  recieves  her  award  from  HRH  The  Princess  Royal, 

Sense's  Patron  at  a  special  ceremony  at  the  Cafe  Royal  in  London. 


A  topping 
good  day 


Amid  gale  force  winds  and 
squalling  rain  Mary  Evans 
gamely  performed  the  top- 
ping out  ceremony  for 
Andlaw  House  on  3  Febru- 
ary. 

Andlaw  House  is  the  Ex- 
eter Regional  Residential 
Centre,  named  after  Bernard 
Andlaw,  a  founder  member 
of  the  Sense  South  West  re- 
gional group. 

Mary  Evans  is  well  quali- 
fied for  the  task  having  been 
actively  involved  with  multi- 
sensory  impairment  for  most 
of  her  life.  In  her  role  as  pre- 
school advisor  for  the  RNIB 
in  the  South  West  she  is  re- 
sponsible for  gaining  good 


educational  placements  for 
local  children. 

She  has  been  involved  with 
many  committees  that  focus 
on  sensory  impairment,  in- 
cluding Living  Options,  Sen- 
sory Disability  Forum  and 
Sense's  own  committee  in  the 
South  West. 

The  ceremony,  organised 
by  builders  Dudley  Coles  of 
Plymouth,  marked  the  end  of 
years  of  hard  work  by  Sense 
South  West,  and  despite  the 
best  of  British  weather  was 
well  attended  by  representa- 
tives from  Exeter  City  Coun- 
cil, the  professionals  involved 
in  the  construction,  parents, 
friends  and  sponsors. 
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South  West  Network 


News  from  a  region  that  was  unsuccessful  in  securing  GEST 
funding  to  develop  services  for  deaf  blind  people. 


We  were  disappointed  in  the 
South  West  not  to  be 
awarded  GEST  funding  for 
1992-4.  Wehad,  after  all, been 
learning  the  principles  of 
working  together  across  au- 
thorities and  with  the  non- 
maintained  sector,  and  in- 
vested time  in  meetings  to 
come  to  an  agreement  on  our 
submission.  To  then  realise 
that  funding  would  not  be 
available  to  develop  our 
ideas  and  projects  was  a 
blow. 

What  then?  Should  we 
shrug  our  shoulders  and  say 
"well  it  would  never  have 
worked  anvwav  "  ?  Or  should 
we  retain  the  notion  that 
working  together  to  improve 
the  regional  provision  for 
deafblind  children  was  still 
a  worthwhile  goal? 


We  chose  the  latter  course 
-  why  else  would  you  be 
reading  this  article?  Surely 
not  to  hear  about  projects 
and  ambition  that  never  got 
off  the  ground. 

Working  together  ^vith- 
out  financial  reward  became 
our  brief.  How  could  we  im- 
prove  provision  for 
deafblind  children  in  the 
south  west  without  a  budget 
and  ^vith  no  allocated  re- 
sources? -  call  in  Anneka 
Rice,  was  this  the  answer? 

We  have  managed  to  or- 
ganise two  highly  success- 
ful dav  conferences  for  pro- 
fessionals working  with  the 
target  group  of  children. 
Both  Saturdays  have  been 
opportunities  for  teachers, 
classroom  assistants,  thera- 
pists and  intervenors  to  come 


together,  leam  from  one  an- 
other and  return  to  work 
with  new  ideas  and  enthusi- 
asm. For  some  their  main 
response  has  been  relief  that 
they  are  following  the  same 
lines  of  teaching  as  others. 

Both  the  dav  conferences 
were  structured  to  allow  lots 
of  opportunity  for  hands-on 
learning  and  open  discus- 
sion. We  have  learnt  about 
rebound  therapv,  massage, 
communication,  resonance 
boards,  supporting 

intervenors  and  ...  a  host  of 
other  topics. 

Participants  have  been  so 
encouraging  in  their  praise 
and  feedback  about  the  con- 
tent and  organisation  of  the 
davs,  that  as  a  committee  we 
are  alreadv  planning  a  third 
conference.  It  seems  such  a 


worthwhile  service  when 
people  are  keen  and  inter- 
ested to  learn.  Besides  which, 
it's  the  children  who  will  ben- 
efit in  the  end. 

We  are,  slowly,  influenc- 
ing and  developing  the  pro- 
vision for  deafblind  children 
in  the  South  West.  We  may 
not  have  the  backing  of  GEST 
funding  but  we  do  have  pro- 
fessionals who  care  enough 
to  give  up  their  free  time  and 
share  their  vast  experience  to 
help  others.  As  an  organising 
committee,  our  thanks  goes 
to  them. 


Phillipa  Clark,  educational 

psychologist 

Royal  School  for  the  Deaf, 

Exeter 


Honours  for  Joan 


Talking  Sense  was  delighted  to  learn  that 
Joan  Shields  has  been  awarded  an  OBE  in  the 
New  Year's  Honours  list  for  her  efforts  to 
improve  the  educational  opportunities  for 
children  who  are  deafblind. 


After  two  years  teaching  in 
state  schools  Joan  trained  as  a 
teacher  of  deafblind  children 
and  was  subsequently  offered 
the  position  of  Head  of  Path- 
ways, the  first  deafblind 
school  unit  in  the  UK,  at  the 
RN'IB's  Condover  Hall.  It  is 
for  her  pioneering  work  there 
that  Joan  has  received  the 
award. 

A  thrilled  Joan  told  us,  "I 
was  sitting  down  just  before 
Christmas  reading  the  morn- 
ing post  when  I  opened  a  let- 
ter asking  if  F  would  accept  an 


award  if  it  were  offered  -  I 
had  to  send  the  answer  back 
to  Downing  Street  immedi- 
ately. I  had  already  attended 
a  couple  of  royal  garden  par- 
ties, and  assumed  they  were 
by  way  of  consolation  for 
those  who  were  not  going  to 
make  the  honours  list,  so  it 
came  as  a  complete  surprise." 
Joan  will  collect  the  award 
later  in  the  year  and  plans  to 
take  along  her  brother,  Dr 
Peter  Shields,  and  his  wife  to 
share  the  occasion. 


Joan  Shields  OBE 
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Anti- 
discrimination 

is  back  on  the  agenda  in  the 
shape  of  another  Civil  Rights 
(Disabled  People)  Bill.  Roger 
Berry's  Private  Member's  Bill 
will  have  its  second  reading 
on  11  March  and  the  'Rights 
Now  Campaign'  has  been  set 
up  by  disability  organisations 
to  ensure  that  it  gets  as  much 
support  as  possible  from  MPs. 

Postcards  have  been  pro- 
duced for  people  to  send  to 
their  MPs  asking  them  to  vote 
for  the  bill  on  11th  March.  A 
lobby  has  been  organised  for 
the  9th  March  and  hundreds 
of  deaf  and  disabled  people 
and  their  families  are  ex- 
pected to  attend.  Anyone 
wanting  to  go  on  the  lobby 
should  write  to  their  MP  first 
to  arrange  to  meet  them.  Sign 
language  interpreters  and 
other  communication  support 
has  been  organised  by  the 
BDA  and  RNID. 

AnEarly  Day  Motion  (EDM 
2)  supporting  anti-discrimina- 
tion has  been  signed  by  310 


MPs.  Why  not  ask  your  MP  if 
s/he  has  signed,  and  if  so,  if 
they  will  be  in  the  chamber  to 
vote  for  the  bill  on  the  11th? 
Postcards  and  letters  should 
be  sent  to  the  House  of  Com- 
mons, London  SW1A  OAA. 

The 

Queen's  Speech 

in  November  outlined  the 
government's  programme  for 
this  parliamentary  year.  The 
main  bills  of  interest  to  Deaf 
Accord  include  two  bills  on 
criminal  justice  (the  Criminal 
Justice  Bill  and  the  Police  and 
Magistrates  Bill),  where  we 
will  be  seeking  to  raise  the 
issue  of  interpreters  for  deaf 
people  in  the  courtroom. 

Last  year's  Royal  Commis- 
sion report  on  Criminal  Jus- 
tice recommended  that  a  reg- 
ister of  fully  qualified  inter- 
preters should  be  set  up  to 
ensure  that  the  interpreters 
used  in  the  courtroom  were 
of  the  highest  standard.  They 
should  be  paid  for  from  Cen- 
tral Funds.  Deaf  Accord  is 


concerned  that  deaf  people 
whether  defendants  or  wit- 
nesses or  parents  of  juvenile 
defendants  -  should  have  full 
and  free  access  to  qualified 
interpreters,  and  we  will  be 
seeking  for  these  recommen- 
dations to  be  incorporated 
into  legislation. 

The  current 

Education  Bill 

will  set  up  a  Teacher  Training 
Agency  to  fund  training  and 
will  result  in  more  training 
being  based  in  schools.  Deaf 
Accord,  along  with  other  or- 
ganisations concerned  about 
education  of  children  with 
special  needs,  is  seeking  reas- 
surances that  changes  to  the 
funding  arrangements  will 
not  mean  a  reduction  in  the 
Special  Educational  Needs 
element  of  the  initial  teacher 
training  course.  We  also  want 
to  ensure  that  there  are  suffi- 
cient resources  allocated  to 
fund  the  training  of  specialist 
teachers  of  children  with  hear- 
ing impairment,  and  that 


there  are  no  obstacles  to  deaf 
people  training  to  be  teach- 
ers. These  points  were  raised 
at  a  meeting  with  education 
ministers  in  February  and  will 
be  pursued  in  the  Lords  dur- 
ing the  committee  stage  of  the 
Bill. 

Deaf  Accord  will  also  be 
looking  at  the 

Deregulation  Bill 

which  will  repeal  legislation 
and  regulations  that  are  seen 
as  excessive  red  tape  and  a 
burden  on  business.  While  the 
Bill  includes  some  specific 
measures,  it  also  gives  the 
government  power  to  repeal 
and  amend  legislation  and 
regulations  in  the  future  -  al- 
beit following  consultation 
and  parliamentary  scrutiny. 
There  are  already  a  number 
of  areas  where  proposals  for 
deregulation  have  been  made, 
and  organisations  will  be  con- 
cerned to  ensure  that  these  do 
not  in  any  way  threaten  the 
health  and  safety  of  deaf  or 
disabled  children  or  adults. 


Corporates  come  up  trumps 


I  am  delighted  to  be  able  to 
say  that  December  and  Janu- 
ary have  been  really  exciting 
months  for  corporate 
fundraising  with  generous 
donations  coming  from  com- 
panies of  all  sizes  through- 
out the  UK. 

Bass  Pic  have  recognised 
the  importance  of  the  work 
undertaken  by  Joan  Spriggs, 
family  support  worker  at 
Sense  Midlands.  Joan  plays  a 
vital  role  in  supporting  young 
deafblind  children  and  their 
families  in  the  Midlands  re- 
gion. This  includes  visiting 
families  in  their  homes,  or- 
ganising swimming  sessions 
and  showing  parents  how  to 
make  stimulating  toys  for 
their  child. 

Sense  East's  Manor  House 
Crafts  have  gained  support 
for  vital  equipment  from  the 
TSB  Foundation  for  England 
and  Wales.  The  workshops 
which  make  a  variety  of  hand- 
made goods  such  as  clocks, 


bookends  and  items  of  pot- 
tery, have  also  recently  been 
made  a  member  of  the  Guild 
of  Master  Craftsmen  -  a  well- 
deserved  honour. 

Sense  is  delighted  to  have 
gained  further  generous  sup- 
port from  James  Capel's  In- 
vestment Management  Divi- 
sion, Sense's  Stockbrokers, 
who  have  sponsored  Sense's 
stylish  1994  Annual  Review. 
The  Review  also  carries  a  cal- 
endar showing  key  dates  for 
Sense  throughout  the  year. 

The  RTZ  Corporation  PLC 
and  News  International  Pic 
have  given  much  needed  sup- 
port to  the  Family  Advisory 
Service  at  the  Ealing  Family 
Centre.  The  team,  headed  by 
Lindy  Wyman  provide  a  wide 
variety  of  services  for  chil- 
dren under  the  age  of  seven 
and  their  families.  These  in- 
clude welfare  and  informa- 
tion, nursery  and  teaching 
support,  holiday  schemes  and 
an  assessment  service. 


The  Family  Centre's  excel- 
lent work  also  provides  the 
main  focus  for  the  new  Direct 
Marketing  Video,  kindly  sup- 
ported by  Barclays  Bank  PLC . 
Sense's  direct  marketing  man- 
ager, Helen  Andralojc  plans 
initially  to  send  the  video  to 
5,000  key  individual  support- 
ers, however  it  can  also  be 
used  as  an  introduction  to 
Sense's  Early  Years  services. 
The  video  is  narrated  by  long- 
standing  Sense  supporter 
Desmond  Wilcox. 

Sense  relies  on  voluntary 
donations  such  as  these  in 
order  to  continue  providing 
quality  services  for  multi-sen- 
sory impaired  people  and 
their  families.  Thank  you  very 
much  to  all  the  companies 
who  have  shown  such  gener- 
ous support  and  commitment 
to  Sense's  work. 

Deborah  Curtis 
corporate  fundraising 
officer 


Obituary 


Sense  Midlands  was 
shocked  to  learn  of  the  death 
of  Lyndon  Edwards  on  5 
January,  aged  just  23. 

Lyndon  started  working  at 
Sense  in  September  89  as  a 
relief  tutor  whilst  still  study- 
ing and  eventually  worked 
for  12  months  in  flat  2  leaving 
to  study  at  Manchester  Poly- 
technic. Whilst  at  Manchester 
he  returned  during  the  holi- 
days to  do  casual  work. 

Lyndon's  work  with  the 
students  was  always  charac- 
terised by  his  gentleness  and 
good  humour.  It  is  unusual 
for  someone  to  be  universally 
liked  and  respected  but 
Lyndon  seemed  to  have  an 
attitude  to  others  which  made 
people  respond  to  him. 
Lyndon  always  seemed  to  be 
searching  and  questioning, 
never  taking  things  at  face 
value  and  always  looking  for 
more  insight. 

His  life  has  deeply  touched 
many  people  and  he  is  missed. 
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Sex  matters 


How  do  you  teach  someone  about  sex?  How  do  you  inform  them  of 

the  rules  of  reproduction  and  contraception?  How  do  you  let  them 

know  under  what  circumstances  sexual  activity  is  appropriate? 

How  do  you  teach  a  person  to  masturbate? 


Billy  McKenna 
Press  Officer,  Sense 


Most  parents  find  these  questions 
quite  difficult  to  answer.  The  time 
of  a  child's  burgeoning  sexuality 
and  growing  independence  has  tradition- 
ally been  a  time  of  conflict  and  heightened 
tensions  within  a  family.  The  presence  of 
disability  serves  to  complicate  these  matters 
further.  The  question,  'How  do  you  teach  a 
deafblind  person  about  sex?',  will  stretch 
moral,  ethical  and  legal  boundaries  to  their 
limit. 

Norman  Brown's  son  Stephen  was  dual 
sensory  impaired.  He  was  20  when  he  sadlv 
died  seven  years  ago.  Norman  remembers 
the  feelings  he  experienced  as  his  son  grew 
up, 

"It  is  a  potentially  distressing  area  ... 
because  you're  very  conscious  that  these 
are  vulnerable  people.  In  many  ways 
you  have  trained  them  to  ...  break 
down  their  tactile  defences.  You  get 
them  used  to  being  touched.  In  some 
ways  part  of  the  training  makes  them 
more  vulnerable  to  overstepping  the 
mark  sexually.  One  is  aware  on  the  one 
hand  that  they  might  be  exploited  but 
also  on  the  other  hand  you  do  have  to 
cope  with  their  expression  of  this 
sexuality." 

It  is  this  dichotomy  of  exploitation/abuse 
against  free  sexual  expression  which  is  at  the 
centre  of  most  people's  concerns,  staff  as  well 
as  parents.  These  concerns  are  emphasised  if 
the  individual  is  a  woman.  In  this  case  preg- 
nancy and  forced  sex  are  major  fears. 


I  spoke  to  one  worried  parent  of  a  young 
woman.  She  prefers  to  remain  anonymous, 
but  says  revealingly  about  her  daughter, 

"She  couldn't  go  through  with  a 
pregnancy,  and  sterilisation  or  abortion 
would  be  a  horrendous  thing  to  subject 
her  to,  much  more  of  an  assault  than 
the  sexual  intercourse  would  be.  There 
are  real  concerns  whether  we  ought  to 
have  her  sterilised.  I  don't  think  we 
should,  but  ...  I  know  some  parents 
[who  have]." 

Such  views  are  understandable,  and  parents 
will  always  be  protective  of  their  offspring  - 
the  more  vulnerable  the  person,  the  more 
protective  the  parent.  But  how  can  these 
feelings  be  reconciled  with  the  rights  of  the 
individual. 

Sexuality  is  a  basic  human  right.  It  is 
something  that  everyone  participates  in. 
Sexuality  is  an  integral  part  of  every  human 
being.  It  is  essential  for  personal  progression 
and  development  of  self.  When  asked  how 
important  the  area  of  sexual  development 
was,  Virginia  Mallet,  Deputy  Director  of 
Sense  Midlands,  replied, 

"How  important  is  sex  for  most  people? 
In  terms  of  personal  sexual  identity  and 
behaviour,  sex  is  a  primary  need.  There 
is  nothing  to  suggest  that  our  deafblind 
people  are  different." 

However  when  I  travelled  around  several 
Sense  sites  I  was  told  that  only  a  small  mi- 
nority of  students /residents  were  sexually 
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aware.  This  is  surprising.  Just  because  our 
clients  are  sensory  impaired  does  not  mean 
they  are  sexually  impaired  as  well. 

Sense  council  recently  published  a  policy 
document  that  is  meant  to  address  the  ques- 
tion of  sexuality  and  prevent  abuse.  Virginia 
Mallet  played  a  key  role  in  developing  the 
policy.  She  explains  briefly  how  it  works: 

"The  policy  procedure  directs  us  to  go 
through  a  particular  planning  process,  if 
we're  aiming  to  meet  the  personal 
sexual  needs  of  an  individual  ...  We  set 
up  a  joint  responsibility  group  with  a 
minimum  of  5  people  and  a  maximum 
of  9.  This  must  include  one  member  of 
senior  management  and  one  person 
who  knows  the  client  very  well." 
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This  group  then  plans  the  programme  for 
sexual  development,  covering  when,  how 
and  where  the  teaching  will  take  place,  and 
setting  targets.  The  plan  is  presented  to  the 
family,  the  advocate  and  the  local  authority 
for  comment. 

However  Virginia  realises  that  this  is  only 
the  first  part  of  the  process,  and  that  progress 
will  have  to  be  slow  and  sure.  She  says, 

"We  did  well  putting  the  policy  onto 
paper,  and  it  is  extremely  brave  in  what 
it  says.  We  have  to  be  equally  brave 
putting  it  into  practice,  and  where  we 


come  across  problems,  have  the 
determination  and  commitment  to  get 
over  them.  This  is  a  responsibility  we 
should  embrace." 

The  need  for  such  programmes  is  graphi- 
cally illustrated  by  the  behaviour  of  two 
residents  in  a  Sense  centre.  They  were  dis- 
playing challenging  behaviour  because  of 
acute  sexual  frustration.  A  member  of  staff, 
who  will  remain  anonymous  to  protect  the 
people  involved,  explains  how  they  resolved 
this: 

"With  two  individuals  we  tackled  the 
very  difficult  issue  of  masturbation.  We 
have  set  up  individual  programmes  that 
are  designed  to  teach  the  person  how 
to  masturbate  successfully." 

The  residents  and  students  Sense  campaign 
for  have  a  range  of  abilities  and  develop- 
mental levels  in  relation  to  their  sexuality. 
As  demonstrated  above,  some  need  to  be 
taught  the  most  rudimentary  aspects  of  per- 
sonal sexuality  (masturbation)  while  others 
are  preparing  to  embark  in  full  sexual  rela- 
tions with  another  person. 

To  a  degree,  the  extent  of  this  sexual 
development  depends  on  staff  attitudes  and 
values.  Many  staff  are,  like  parents,  afraid  of 
sexual  abuse  or  forced  sex.  But  there  are 
other  concerns.  Rita  Cooper  from  Jenny 
Chapman  House,  a  group  home  in 
Stevenage,  says, 

"Although  in  your 
heart  you'd  like 
the  resident  to 
have  full  sexual, 
emotional 
relationships,  I'm 
worried  about 
allegations  of 
abuse.  I  don't 
want  to  be  in  a 
position  of  even 
being  questioned 
that  anything  like 
that  could  happen 
here." 
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Sexuality  is  a  basic 
human  right.  It  is 
something 
everyone 
participates  in. 
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The  dividing  line 
between  touch  as 
communication 
and  touch  in  a 
sensual  sense  is 
quite  thin. 


The  only  way  to  overcome  such  fears,  and 
help  sensory  impaired  people  with  their 
sexual  development,  is  through  education 
and  training.  This  applies  to  staff,  parents 
and  the  individuals  themselves  from  as  early 
a  stage  as  possible. 

Concentrated  and  continual  training 
would  help  shatter  the  walls  surrounding 
the  taboo  of  sexuality;  it  can  remove  fears  of 
staff  actions  being  misinterpreted;  educa- 
tion can  help  parents  come  to  terms  with 
their  children's  increasing  maturity  and  in- 
dependence; and  the  individuals  themselves 
will  benefit  by  having  an  essential  part  of 
their  life  acknowledged  and  supported. 

However  no  matter  how  much  training  is 
given,  nor  how  many  policy  documents  are 
written,  there  are  a  number  of  constraints 
imposed  by  the  law.  For  example  it  would 
be  unlawful  to  help  a  person  obtain  the 
services  of  a  prostitute  (a  situation  which 
has  been  discussed  for  a  particular  Sense 
client  -  and  refused  because  of  the  legal 
situation). 

The  main  focus  of  the  law  lies  in  the  term 
'consent',  and  whether  a  particular  activity 
is  denned  as  'indecent'.  This  is  largely  de- 
pendent on  circumstances,  and  is  designed 
to  prevent  abuse.  It  is  not  designed  to  subject 
staff  to  witch  hunts. 


The  excellent  booklet  'Sex  and  the  Law' 
by  M  J  Gunn,  published  by  the  Family  Plan- 
ning Association,  is  a  brief  guide  for  staff 
working  with  people  with  learning  difficul- 
ties. Mr  Gunn  says  in  relation  to  personal 
sexuality, 

"It  may  be  possible  to  convince  a  jury  or 
bench  of  magistrates  that  teaching 
[hands-on]  masturbation  is  not  indecent 
...  [especially  if]  the  teaching  took  place 
in  the  context  of  personal  and  social 
relationships  ..." 

The  legality  of  the  subject  is  a  grey  area 
waiting  to  be  tested.  The  law  appears  to  be  as 
unclear  and  divided  on  the  subject  of  sexual 
development  as  many  of  the  people  I  spoke 
to.  Given  that  deaf  adults  are  reportedly 
four  times  as  likely  to  have  suffered  abuse 
than  their  hearing  counterparts,  it  is  clear 
why  the  law  needs  to  be  protective.  And 
because  of  tactile  teaching  methods,  multi- 
sensory  impaired  people  are  even  more  vul- 
nerable. 

Jim  Black,  manager  of  Jenny  Chapman 
House  makes  a  telling  point, 

"One  difficulty  is  that  when  you're 
communicating  with  the  resident, 
you're  actually  holding  hands  because 
you're  deafblind  finger-spelling.  Touch 
is  very  important  to  somebody  like  that 
in  a  communication  sense.  The  dividing 
line  between  touch  as  communication 
and  touch  in  a  sensual  sense  is  quite 
thin." 

Sex  is  probably  the  most  talked  about  aspect 
of  life.  It  fills  newspapers,  television,  films 
and  literature  to  overflowing.  It  can  enrich 
everyone's  life.  Sex  is  too  vital  and  intrinsic 
a  quality  to  be  denied  anyone. 

We  mustn't  allow  the  complexity  and 
negative  aspects  of  sexuality  to  force  us  to 
turn  away  from  it,  or  blandly  ignore  it.  The 
challenge  we  all  face  is  to  give  deafblind 
people  the  opportunity  to  take  part  in  this 
most  human  of  activities^ 

Letters  on  this,  or  any  other  subject  covered  in 
Talking  Sense  should  he  addressed  to  The  Editor, 
Talking  Sense  at  Sense  head  office. 
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Intervention 


Donald     with     his 
intervenor  Sally  Grose 


Talking  Sense,  Autumn  1990,  published  an  article  'Intervention: 
the  way  forward  for  deaf  blind  children?'  Inthat  article  interveners 
recounted  their  experience  of  developing  personal  intervention 
programmes  for  pupils  at  The  Royal  School  for  Deaf  Children, 
Margate. 

The  school's  initial  attempts  to  develop  an  intervention  system 
were  based  on  the  resources  available  in  the  school,  and  they 
timetabled  educational  assistants  were  timetabled  to  work  indi- 
vidually in  a  responsive  interactional  way  with  deafblind  chil- 
dren. Their  experiments  started  in  1979  and  were  founded  on  the 
awareness  that  deaf  children  with  additional  special  needs  and 

deafblind  children  need  a  stimu- 
lating learning  environment  in 
which  the  supervising  adults 
would  be  aware  of  the  most 
minute  initiatives  made  by  the 
pupils  in  their  attempts  to  com- 
municate. 

The  schools  intervenors  had  no 
special  titles.  They  acquired  their 
skills  through  experience,  discus- 
sion and  the  little  in-service  train- 
ing which  was  provided  to  vari- 
ous staff  in  communication,  lan- 
guage development,  behaviour 
analysis  and  management. 

It  was  not  until  John  Mclnnes 
spoke  at  the  1986  Sense  Confer- 
ence in  Birmingham  that  they  were  able  to  identify  a  title  and  a 
tighter  definition  of  the  role  of  intervenor.  Inspired  by  John's  talk 
and  armed  with  information  from  it,  they  were  then  able  to 
approach  Haringey  education  authority  to  provide  additional 
funding  to  enable  one  of  their  pupils  to  have  a  part-time 
intervenor.  David  Bond,  educational  psychologist,  audiologist  and 
headteacher  designate,  takes  up  the  story. 
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Deaf  children  from 
deaf  families 
generally  tend  to 
show  better 
adjustment  and  a 
higher  level  of 
achievement  than 
those  with  hearing 
parents. 


In  the  late  1970's  and  early  1980's  long 
overdue  developments  were  made  in 
the  way  of  looking  at  children' s  language 
and  communication  progress.  Educators, 
psychologists  and  psycholinguists  were 
starting  to  recognise  what  most  mothers  had 
learnt  and  practised  for  hundreds  of  years 
i.e.  that  language,  communication  and  learn- 
ing occur  in  a  social  environment  where 
there  is  the  opportunity  for  exchange  be- 
tween mother  and  child.  The  essential  fea- 
ture of  this  natural  learning  is  the  way  that 
parents  used  everyday  activities  (e.g.  play 
or  kitchen  activities,  activities  in  the  bath- 
room etc.)  to  promote  communication.  Par- 
ents encourage  children's  initial  efforts  to 
communicate  by  responding  and  gently 
shaping  communication  through  reinforce- 
ment and  repetition,  and  by  extending  the 
child's  awareness,  experience  and  learning 
through  introducing  new  topics  of  conver- 
sation and  related  experiences. 

Natural  intervention 

David  Wood  (1986)  indicated  the  impor- 
tance of  a  positive  social  relationship  with 
the  child  in  which  the  more  skilled  person 
interacts  and  responds,  sharing  control  with 
the  child.  With  very  young  children  the  suc- 
cess of  parent  interaction  with  children 
shows  in  the  way  that  a  young  child  starts  to 
try  and  control  or  respond  to  their  exchanges 
with  the  parent.  The  child's  cries  and  move- 
ments, changing  vocal  tones,  and  changing 
body  language  are  designed  to  cause  their 
parents  to  respond  in  different  ways  -  as 
does  the  infant's  laugh,  giggle,  eye  gaze, 
movement  etc. 

In  addition  to  the  control  of  others  via 
noises,  physical  and  other  responses,  the 
child  begins  to  understand  and  interpret  the 
behaviour  of  others.  Observing  this  evidence, 
it  becomes  obvious  that  the  foundations  for 
developing  interaction  and  communication 
skills  are  also  an  essential  foundation  for 
developing  mental  health  and  positive  so- 
cial and  emotional  behaviour. 

We  also  knew  that  adult  control  through 
direct  teaching  or  correction  of  language 
and  behaviour  may  well  inhibit,  rather  than 
promote  communication.  Highly  structured 
teaching  programmes  reduce  the  possibility 
for  learning  situations  and  may  well  exclude 


the  child  from  mutual  communication. 
Where  the  adult  directly  teaches  the  child 
there  is  sometimes  the  danger  that  the  child 
will  be  forced  into  a  passive  role  and  possi- 
bly 'switch  off  or  'disengage'  through  frus- 
tration which  may  then  be  illustrated  by 
difficult  patterns  of  behaviour.  The  child 
then  tries  to  increase  the  level  of  difficult 
behaviour  to  obtain  attention;  the  adult  then 
tries  to  control  the  child,  responding  to  inap- 
propriate behaviour  with  attention  ,  estab- 
lishing inappropriate  habits  and  a  break- 
down in  communication. 

Questions  we  asked  ourselves  included: 
why  is  there  such  a  high  level  of  disturbed  or 
disturbing  behaviour  amongst  children  who 
have  difficulties  in  communication  -  par- 
ticularly amongst  children  who  are  deaf  or 
who  are  deafblind?  Why  do  various  writers 
describe  the  behaviour  of  deaf  children  as: 
lacking  in  flexibility,  repetitive,  concrete, 
selfish,  rigid,  lacking  in  negotiation  skills  or 
unable  to  share  and  recognise  other  people's 
needs  and  rights,  failure  to  understand  so- 
cial rules?  Why  do  deaf  children  show  an 
incidence  of  mental  health  problems  3-5 
times  that  of  the  hearing  population  (see 
Bond  1993)?  Why  is  it  that  some  deaf  chil- 
dren and  some  deafblind  children  develop 
difficult  patterns  of  behaviour  whilst  others 
don't?  Why  are  some  more  successful  so- 
cially than  others? 

There  were  several  possible  explanations 
and  contributory  factors.  These  included: 

•  the  high  incidence  of  traumatic  causes  of 
deafness  which  may  have  contributed  to 
neurological  or  brain  damage  or  other 
forms  of  learning  difficulty.  These  kinds 
of  damage  are  likely  to  have  a  higher 
association  with  mental  health  problems 
(e.g.  Graham  &  Rutter  [1970]  in  Educa- 
tion, Health  and  Behaviour:  the  Isle  of 
Wight  study  1970); 

•  problems  in  bonding  because  of  frequent 
hospital  stays,  parent  adjustment  to  the 
child's  special  needs,  lack  of  appropriate 
professional  support  etc; 

•  we  also  knew  that  research  indicates  that 
deaf  children  from  deaf  families  gener- 
ally tend  to  show  better  adjustment  and  a 
higher  level  of  academic  achievement  than 
the  deaf  children  of  hearing  parents. 
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Obviously  while  the  above  may  explain  some  of  the  factors  contributing  to  the  difficulties 
in  communication  and  learning  of  multi-sensory  impaired  children,  they  didn't  tell  us  what 
was  causing  these  particular  problems.  We  had  to  think  a  little  more  clearly  about  the  whole 
process  of  learning,  interaction  and  communication.  The  first  step  was  to  look  at  what  it 
involved.  The  following  outlines  some  of  these  features. 
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Critical  features  in  learning 
and  interaction 

Responsiveness,  reciprocal  influence: 

•  learning  through  responsive  interactive  / 
learning  contexts  -  where  the  learner  par- 
ticipates in  control; 

•  responsiveness  (positive)  to  learners  ini- 
tiatives -  adults  learn  to  wait  for  child's 
initiatives; 

•  opportunity  to  perform,  initiate,  respond 
and  practice  new  acquired  skills; 

•  independence  versus  tutor  dependence 
or  tutor  cueing; 

•  responsive  feedback,  reflective  feedback 
-  instead  of  corrective  feedback; 

•  time  for  the  child  to  process  information 
and  to  develop  their  own  self  correction, 
review  and  self  motivation  skills. 

Sharing  tasks: 

•  making  learning  tasks  mutually  benefi- 
cial, i.e.  learning  from  each  other; 

•  developing  liking  or  positive  regard  for 
each  other; 

•  developing  positive  social  relationships; 

•  recognising  the  positive  qualities  of  the 
learner  and  encouraging  them  to  share  in 
communication. 

Communication: 

•  predictability      -      consistency 
reviewability  -  reliability; 

•  balance,  e.g.  of  aspects  of  communication 
as  outlined  above,  and  in  the  changes 
between  different  modes  of  interaction  or 
communication,  i.e.  the  adult  or  more 
skilled  participant  introduces  or  expands 
ideas  in  response  to  the  child's  initiatives. 
When  new  ideas  are  introduced  by  the 
adult  allow  time  for  the  child  to  process 
the  information; 


•  developmental  structure  -  extension  of 
skills  (avoiding  cycles  of  repetition)  and 
learning.  Working  within  and  just  above 
(extension)  the  child's  information 
processing  span. 

Interactive  behaviour: 

Turn  taking: 

•  awareness  of  start,  pauses  and  finish  or 
others'  interactions; 

•  understanding  contributions.  Awareness 
of  others'  body  language; 

•  responsiveness  to  others'  interactions  - 
anticipating,  acknowledging  and  reinforc- 
ing acceptable  responses; 

•  developing  and  modifying  initiatives  in 
response  to  reactions  by  others; 

•  sharing  skills,  ideas,  negotiating  etc. 
Learning: 

•  association  of  information,  generalisation, 
anticipation,  classification,  sequencing  - 
organisational  skills; 

•  recognition,  identification  and  recall  of 
information; 

•  new  rules  -  linguistic  rules,  grammatical 
construction,  syntax,  vocabulary  etc.  - 
social  rules; 

•  acquiring  and  using  new  information. 

Establishing  roles/ 
relationships: 

•  identifying  the  more  or  less  skilled  con- 
tributor; 

•  development  of  regard/understanding/ 
appreciation  of  others; 

•  development  of  ideas  about  self.  Com- 
parison of  self  with  others,  status  within 
the  social  group; 


Children  respond 
to  an  adult's 
initiatives,  and 
learn  through 
exchange. 
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Successful 
intervenors  had 
learnt  to  identify 
when  to  take 
control  and  when 
to  allow  the  child 
to  take  the 
initiative. 


•  formation  of  roles  with  others,  develop- 
ing relationships; 

•  modelling,  imitating  e.g.  customs,  fash- 
ions, movement; 

•  developing  bonding,  trust; 

•  development  of  assertive /submissive 
behaviours  etc. 

(from  Bond  [1993]) 

How  to  make 
intervention  work 

We  also  had  to  look  again  at  people  who  are 
able  to  achieve  responsive  learning  with 
children  no  matter  what  their  needs  were. 
How  did  they  manage  to  initiate,  continue 
and  sustain  the  communication?  How  did 
they  focus  the  exchange  so  that  the  activity 
meant  something  and  learning  was  able  to 
occur?  How  did  they  make  the  experiences 
pleasurable  for  themselves  and  for  the  child?; 
give  feedback  to  the  child?  and  pass  on  new 
skills?  How  did  they  manage  time  -  time  to 
process  information;  to  self  correct;  and  to 
review  contributions?  How  did  they  man- 
age to  make  the  communication  system  com- 
patible with  both  child  and  teacher  and  how 
did  they  involve  the  child's  peers  with  whom 
they  could  identify  and  communicate  with 
on  equal  terms? 

Our  observations  indicated  that  the  suc- 
cess of  the  intervenor  depended  on  the  way 
in  which  the  intervenor  managed  and  shared 
control  with  the  child.  Those  who  allow  the 
child  to  take  too  much  control  may  initially 
appear  successful,  but  sometimes  established 
rigid,  repetitive  or  cyclical  patterns  of  be- 
haviour where  there  was  no  progression. 
Those  who  controlled  too  much  or  were 
rigid  in  their  responses  reduced  the  child's 
participation  in  communication,  and  in- 
creased disturbing  and  disturbed  patterns 
of  behaviour. 

It  seemed  that  the  successful  intervenor, 
parents  and  teachers  were  able  to  identify 
when  they  could  establish  and  sustain  con- 
trol, while  at  the  same  time  allowing  flexibil- 
ity -  allowing  a  shift  in  the  balance  of  power 
to  the  child's  control  without  any  pauses, 
and  with  the  use  of  a  wide  variety  of  tech- 
niques. These  include  the  use  of  phatics, 
timing,  reinforcement,  enthusiasm,  redirec- 


tion, changes  in  body  language,  modifica- 
tion of  structures  of  communication,  etc. 

Armed  with  the  observations  of  parents, 
teachers  and  our  pupils  the  following  issues 
were  addressed: 

Who  paid?  How  do  we  start 
programmes? 

Development  of  initial  intervention  took 
some  time.  Negotiations  with  education 
authorities  took  considerable  time,  and  with- 
out the  help  of  advisory  officers  in  different 
education  authorities  and  sympathetic  edu- 
cation officers,  might  never  have  succeeded. 
They  recognised  the  significant  improve- 
ments we  were  achieving  with  some  of  our 
pupils,  and  appreciated  our  arguments  both 
theoretical  and  practical. 

Intervenor  selection 

What  criteria  could  we  use  for  intervenor 
selection?  It  included: 

•  existing  staff  (who  had  worked  with  L 
P  or  D  etc.); 

•  adaptability,  flexibility,  imagination, 
practical  skills  and  ability; 

•  warmth,  empathy,  responsiveness  to 
individual  needs; 

•  applied  skills  in  analysis  -  of  tasks  -  of 
needs; 

•  understanding  of  development; 

•  working  relationships  with  others; 

•  working  with  parents; 

•  managing  advice  from  specialists; 

•  managing  independently. 


How  do  intervenors  work? 

Our  other  problems  included:  what  should 
we  call  intervenors?  How  are  they  paid?  What 
sort  of  training  and  support  would  they  need? 
How  should  they  be  managed?  and  how 
would  they  be  advised  and  supported? 

We  also  had  to  think  about  the  ways  in 
which  intensive  intervention  projects  at 
school  would  affect  the  pupil's  progress  and 
behaviour  at  home.  If  there  were  intervenors 
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at  school,  why  not  have  intervenor s  at  home? 
Again,  this  involved  training  and  support? 
Who  would  understand  their  roles  and  be 
involved  in  their  training  and  support? 
Would  there  be  role  conflicts  and  how  would 
this  affect  the  parents'  relationship  with  their 
child  and  other  home  relationships?  An- 
other person  in  the  home  may  well  cause 
stress,  particularly  over  the  need  for  privacy 


etc,  when  you  want  to  have  a  row,  or  differ- 
ence of  opinion. 

Many  of  the  questions  we  asked  our- 
selves can  only  be  partially  answered  at 
this  stage. 

The  articles  by  teachers  and  parents  on 
the  following  pages  look  at  the  problems 
and  questions  they  faced  and  how  they 
resolved  themB 
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Intervention  for  Donald 


In  Autumn  1990,  Sally  Grose  was  working  as  Lorraine's  intervenor.  She  worked  with  Lorraine  for  four  and  a 
half  years  until  Lorraine  left  school.  Sally  then  took  over  the  responsibility  of  being  Donald's  intervenor. 
Donald  is  nearly  16.  Sally  works  about  30  hours  a  week  with  Donald,  dividing  the  time  between  school  and 
residence.  This  provides  a  valuable  link  between  staff  and  programmes. 

Sally  has  found  that  because  the  role  of  intervenor  is  dependent  on  the  young  person's  abilities  and  needs, 
her  work  with  Lorraine  and  Donald  differed  significantly. 


At  the  beginning,  the  most  impor- 
tant aspect  was  to  learn  about 
each  other  -  our  strengths,  weak- 
nesses, likes  and  dislikes  -  we  needed  to 
come  to  an  understanding. 

It  was  important  to  develop  other  posi- 
tive relationships;  with  the  family;  with  the 
teachers;  assistants;  and  the  residential  staff 
involved  with  Donald.  Everyone  needed 
and  still  needs  to  work  as  a  team  to  enhance 
his  opportunities.  Working  so  closely  with  a 
person  heightens  your  awareness  -  every 
facial  expression  and  movement  becomes 
significant.  However,  it  is  very  easy  to  be- 
come blinkered  and  see  the  young  person  in 
isolation  rather  than  as  part  of  a  group.  The 
support  of  a  team  then  becomes  very  impor- 
tant. 

Donald  will  eventually  be  leaving  school 


and  the  role  of  the  intervenor  and  the  sup- 
port team  can  be  valuable  in  preparing  him 
for  the  next  stage  in  his  education. 

Through  our  intervention  systems  we 
have  tried  to  create  a  programme  of  respon- 
sive learning  and  communication  which  is 
structured  to  meet  individuals'  needs.  Obvi- 
ously these  systems  can  never  be  perfect  as 
they  depend  on  the  quality  and  availability 
of  human  exchange.  We  continually  strive 
to  improve  the  intervention  system  by  de- 
veloping our  understanding  and  expertise 
in  interaction  and  communication.  Of  course 
we  are  always  threatened  by  issues  such  as 
the  funding  of  interveners,  appropriate 
placement  of  multi-sensory  impaired  chil- 
dren and  the  training  and  support  of  profes- 
sionals working  with  multi-sensory  im- 
paired children,  and  their  families. 
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Intervention  for  Paul  at 

home  and  school 


Paul  was  born  with  a  chromosome  abnormality  which  was  quickly 

diagnosed  as  Cat  Eye  Syndrome.  He  is  profoundly  deaf  and  has 

Fa  I  lots  tetralogy,  Colobomas  in  both  eyes  -  which  resulted  in  the 

loss  of  sight  in  one  eye  when  he  was  two,  and  left  him  with  limited 

vision  in  the  other  eye  after  the  age  of  six. 

Paul  was  nine  years  old  when  the  first  article  on  intervention  was 

printed  -  he  is  now  13  and  has  benefited  from  the  support  of  a 

school  intervenor  for  four  and  a  half  years  and  from  a  home 

intervenor  for  nearly  three  years. 

Over  the  next  few  pages  Suzanne  Todd,  Paul's  mum,  puts  her  case 

for  intervention. 


Paul  is  a  difficult  child  to  assess.  How- 
ever, we  felt  strongly  that  he  should 
be  educated  at  a  school  for  the  deaf 
rather  than  one  for  children  with  special 
learning  difficulties.  Paul  was  already  using 
some  signs  to  communicate  so  it  was  ar- 
ranged that  he  would  attend  a  local  school 
for  the  deaf  with  a  welfare  assistant  until  he 
was  seven.  At  seven  he  transferred  to  the 
Royal  School  For  Deaf  Children,  Margate, 
Kent  where  he  settled  very  well. 

The  case  for  an  intervenor 

It  is  hard  to  explain  to  the  local  education 
authority  the  very  special  needs  of  a  child  like 
Paul.  It's  easy  to  feel  that  by  offering  him 
various  modes  of  communication  in  a  spe- 
cialist environment  his  needs  will  be  met.  But, 
because  of  their  multi-sensory  impairment 


children  who  are  deafblind  live  in  a  very 
confused  world  often  receiving  distorted  in- 
formation about  the  world  around  them. 

People  who  know  Paul  would  never  deny 
that  he  can  express  himself  quite  thoroughly, 
but  we  can  also  never  forget  just  how  de- 
pendent he  is  on  them  for  his  understanding 
of  his  environment,  and  how  wary  he  can  be 
of  new  situations  even  now.  This  supposedly 
confident  12  year  old  was  terrified  when  a 
friend  slipped  and  grabbed  his  arm  unex- 
pectedly, and  he  has  enormous  gaps  in  his 
knowledge  that  we  are  forever  coming  across 
-  he  wouldn't  believe  he  was  ever  a  baby;  and 
on  a  visit  to  his  intervener's  house  he  didn't 
understand  why  her  household  was  differ- 
ent from  his  -  only  families  live  in  houses! 

Everything  stems  from  his  personal  ex- 
perience, but  at  the  same  time  he  can't  ab- 
sorb everything  that  is  going  on  around  him 
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as  he  can  only  see  and  hear  it  imperfectly. 
Children  who  are  deafblind  need  constant 
input  to  compensate  for  the  deprivation  of 
learning  experiences. 

Convincing  Paul's  family 

When  intervention  was  first  suggested  at 
Margate,  we  were  very  wary  of  putting  Paul 
in  a  one-to-one  working  situation  in  case  he 
became  too  dependent  on  one  adult.  How- 
ever once  the  idea  had  been  explained  to  us 
we  could  see  the  enormous  benefits  for  Paul. 
At  school  Paul  often  attempted  to  totally 
dominate  the  teacher's  attention  in  a  group 
situation.  If  this  were  not  possible  he  would 
cut  off  from  what  was  happening  around 
him. 

Paul's  intervenor  would  have  a  variety  of  roles  to 
play  within  the  school  situation: 

1  He  would  link  Paul  into  group  activities 
in  his  own  classroom  giving  information 
where  he  couldn't  see  the  teacher  or  the 
activities  of  his  peers. 

2  He  would  enable  Paul  to  integrate  into 
some  mainstream  lessons.  With  the 
intervenor  providing  the  background  re- 
search Paul  could  perform  on  a  more 
equal  footing. 

3  He  would  provide  practical  help  in  ac- 
tivities like  PE. 

4  He  would  give  mobility  training. 

5  He  would  be  able  to  provide  information 
on  Paul's  environment  when  on  outings. 

6  He  would  identify  and  respond  to  Paul's 
initiatives  in  communication. 

However  the  intervenor  would  also  need 
to  learn  when  to  stand  back  and  allow  Paul 
to  take  the  initiative. 

A  case  was  put  to  the  local  education  author- 
ity, and  Paul  was  granted  funding  towards 
an  intervention  programme. 

Paul  settled  quickly  into  the  school  inter- 
vention programme  which  has  helped  him 
relate  more  easily  to  his  peers  and  take  a  less 
dominant  role  in  the  classroom.  He  is  learn- 
ing how  to  use  his  intervenor  to  his  best 
advantage,  ie  when  to  draw  support  but  also 
when  to  stand  alone. 


Intervention  at  home 

Once  at  home  and  especially  during  the 
longer  holidays  Paul's  total  communication 
environment  and  social  interaction  were 
greatly  reduced.  He  tended  to  become  to- 
tally dependent  on  me,  whether  in  the  home 
or  on  outings,  demanding  one-to-one  infor- 
mation as  to  what  was  going  on  around  him. 
I  found  my  role  with  Paul  was  beginning  to 
shift  in  that  my  role  as  mother  was  being 
superseded  by  that  of  intervenor /inter- 
preter. It  was  also  altering  the  balance  of  the 
family  group  and  the  relationship  between 
my  two  sons.  Apart  from  resentment  build- 
ing up  in  his  brother,  I  could  see  the  prob- 
lems magnifying  as  Paul  entered  his  teenage 
years.  Would  he  not  begin  to  resent  always 
having  to  rely  on  his  mother?  Surely  he  had 
a  right  to  other  relationships,  a  friend  and 
companion  he  could  tell  things  to  that  he 
doesn't  want  me  to  know  and  go  out  and 
about  with. 

We  were  extremely  relieved  to  learn  that 
social  services  recognised  this  need. 

Meeting  Paul's  needs 

We  were  offered  the  services  of  a  family  aid. 
Although  a  lovely  lady  she  had  no  previous 
experience  of  cornmunicating  with  a  child 
like  Paul  -  and  she  ended  up  taking  Andrew 
his  brother  under  her  wing.  Obviously  this 
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Would  Paul  begin 
to  resent  relying 
on  his  mother  as 
his  brother  gained 
independence? 


was  compounding  the  problem  rather  than 
solving  it. 

After  a  particularly  harrowing  holiday 
we  sat  down  and  tried  to  analyse  exactly 
what  type  of  help  we  required  so  that  we 
could  be  quite  specific  in  the  case  we  pre- 
sented to  the  social  services.  We  needed  to 
address  specific  needs  but  we  were  not  look- 
ing for  respite  care.  With  the  support  of  an 
understanding  social  worker  for  the  deaf  we 
succeeded  in  putting  forward  a  case  for 
intervention  at  home  as  well  as  school. 

Then  came  the  problem  of  finding  some- 
one with  the  skills  Paul  needed  who  could 
work  the  irregular  hours  and  most  impor- 
tantly, who  Paul  liked.  Jude  was  found  and 
Paul's  intervention  programme  began.  At 
first  we  found  it  useful  to  discuss  our  aims 
and  objectives,  for  example  should  the 
intervenor: 

-  be  based  mainly  in  the  home? 

-  work  independently  with  the  child  /  adult 
or  involve  family  members? 


-  go  out  independently  with  the  child/ 
adult? 

-  join  family  outings? 

-  carry  through  educational  programmes 
and  therefore  liaise  with  the  school? 

We  have  tried  to  establish  a  varied  pro- 
gramme with  Jude,  from  more  formal  out- 
ings like  museum  visits,  shopping  trips, 
mobility  training  to  'can  we  cook  dinner 
today'  or  'just  let's  stay  at  home'.  Wherever 
he  is  or  whatever  he  is  doing  he  is  totally 
linked  to  his  environment  through  Jude.  She 
is  his  key  to  independence,  his  property  if 
you  like.  She  is  someone  who  comes  into  his 
home  but  is  outside  the  family,  someone  he 
can  talk  to. 


A  balance 

I  now  feel  that  between  us  we  have  estab- 
lished a  good  balance  of  intervention  for 
Paul.  His  programmes  at  home  and  school 
are  linked.  Both  intervenors  have  been  in 


Intervention  means 
that  Paul  can  partici- 
pate in  a  wide  variety 
of  activities. 


)H  m  lalhny  Sen:,-  U  Spring  1994 


■m 


INTERVENTION 


contact  with  each  other  so  there  is  a  continu- 
ation and  consistency  in  his  life. 
We  are  extremely  grateful  for  what  both 
these  programmes  offer  Paul  and  to  the 
education  department  and  social  services 
for  having  the  foresight  to  fund  them.  It  has 
given  Paul  the  opportunity  to  develop  within 
his  environment  and  have  some  measure  of 
control  and  independence  over  his  life,  which 
he  is  certainly  capable  of  and  should  have 
the  right  to  prove. 

Intervention  is  not  a  right  however.  The 
education  authority  and  social  services  re- 
sponded to  our  arguments  and  Paul's 
progress  with  the  help  of  intervention.  We 


hope  they  will  continue  to  support  inter- 
vention for  Paul  but  what  will  happen  when 
Paul  reaches  19?  Paul  has  his  own  ideas,  but 
we  find  it  difficult  to  answer  a  lot  of  his 
questionsB 


This  is  taken  from  a  paper  originally  written  by 
Suzanne  Todd  and  presented  by  Jacky  Burrows, 
head  of  Pursglove  Primary  School,  The  Royal 
School  for  Deaf  Children  Margate. 


Emma  Sandy,  intervenor  in 

Paul's  residence 


Emma  Sandy  works  as  an  intervenor  in  Paul's  residence  at  the 
Royal  School  for  Deaf  Children,  Margate.  She  writes  about  how  she 

found  her  role  at  the  beginning: 


Initially,  I  felt  as  though  I  was  flounder- 
ing when  I  started  intervening  and 
much  time  with  Paul  was  structured  by 
my  own  common  sense  assumption  of  what 
Paul's  needs  were.  A  lot  of  time  was  also 
spent  discussing  certain  issues  with  Paul's 
parents,  teachers,  advisory  staff  and  col- 
leagues at  the  school.  Through  these  discus- 
sions I  found  some  useful  pointers  which 
could  be  incorporated  into  programmes  for 
Paul.  Paul  also  made  his  own  contributions. 
Once  the  programmes  were  set  up,  I 
started  to  feel  isolated,  It  was  at  that  time 


that  I  realised  that  I  was  responsible  for 
extending  and  developing  Paul's  knowledge 
and  understanding,  and  for  initiating  im- 
provements in  intervention  in  consultation 
with  advisory  staff. 

I  think  the  trick  of  intervention  is  to  be 
able  to  fully  understand  the  person  you  are 
working  with  and  to  be  responsive  to  his  or 
her  needs.  You  must  also  be  open  to  commu- 
nication with  everyone  and  use  the  resources 
made  available  to  you  for  the  fulfilment  of 
those  needsH 
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How  Jude  Boyland 

sees  her  role  as  Paul's 

'home  intervenor' 


A  home  intervenor 
offers  Paul  the 
chance  to  have 
experiences 
separately  from 
his  family. 


I  have  been  working  with  Paul  since  the 
summer  of  1992  and  have  developed  my 
intervening  role  with  the  guidance  of  his 
parents  and  Margate  staff. 

My  role  as  'home  intervenor'  has  two 
guiding  principles: 

1  to  carry  through  parts  of  Paul's  school 
programme; 

2  to  enable  him  to  develop  independence 
in  social  contacts,  link  him  to  social  situ- 
ations and  various  environments. 

This  work  appears  to  have  both  formal  and 
informal  elements: 

Formal 

Mobility:  cane  skills,  orientation,  awareness 
of  potential  hazards  and  personal  safety. 
Braille:  heighten  awareness  of  colour,  sound 
and  shape. 

Informal 

Social  skills:  meeting  people,  conversation, 
appropriate  behaviour,  awareness  of  roles 
knowledge  of  relationships :  integration  with 
peer  group. 

During  sessions  with  Paul,  we  combine  both 
formal  and  informal  elements,  but  always 
with  a  fun  content.  Although  my  work  with 
Paul  is  educational,  I  think  it's  important 
that  he  enjoys  our  time  together  -  after  all,  he 
is  on  holiday  and  not  in  a  school  setting. 

Originally  I  saw  my  work  with  Paul  as 
facilitating  language  as  an  interpreter  in  his 
contact  with  his  peers  and  adults.  I  soon  real- 
ised that  his  dual  sensory  impairment  meant 
that  he  not  only  needed  environmental  infor- 
mation (shapes,  colours,  function  and  descrip- 
tions of  things  outside  his  field  of  vision)  but 


also  to  make  sense  of  the  environment  he  is  in. 
A  visit  to  a  museum,  for  example,  was  more 
than  looking  around' .  Other  areas  such  as  why 
objects  were  chosen,  collected  and  stored 
there,  who  visits  etc.  were  important  -  Paul 
needed  the  full  picture. 

When  we  are  out  together  I  prompt  him 
to  use  his  residual  vision  and  hearing,  as  I 
don't  want  him  to  become  totally  reliant  on 
me  for  information.  I  encourage  him  to  pick, 
up  what  he  can  for  himself. 

In  social  situations  I  act  as  Paul's  inter- 
preter but  after  initial  contact  has  been  made 
I  try  to  step  back  and  allow  Paul  his  own 
communication.  Apart  from  social  contact, 
the  home  intervenor  can  offer  Paul  the  op- 
portunity to  have  his  own  experiences  sepa- 
rately from  his  family.  I  occasionally  escort 
Paul  on  family  outings  which  enables  them 
all  to  be  a  family  without  the  responsibility 
of  becoming  Paul's  interpreter/intervenor. 

At  the  beginning  of  each  session  I  offer 
Paul  a  choice  of  activities.  He  can  tell  me 
what  he  likes/doesn't  like  /wants  /prefers 
and  this  helps  him  to  make  decisions  for 
himself.  Sometimes  I  suggest  that  Paul  gives 
me  a  tour  of  his  local  area  or  takes  me  to  a 
specific  shop.  He  enjoys  the  responsibility  of 
being  my  guide  and  the  exercise  helps  him 
to  develop  direction  and  internal  mapping. 

Paul  has  recently  started  using  me  as  a 
sounding  board  for  his  fears,  ideas  and  views. 
His  previously  egocentric  conversation  has 
begun  to  turn  towards  other  people  and 
their  roles.  Paul  was  previously  impatient 
with  conversation  and  his  contributions 
tended  to  be  very  repetitive.  Over  a  period 
of  time  he  has  gradually  become  more  atten- 
tive, happier  to  watch,  absorb  information 
and  see  what  developsB 
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Intervention  -  another 
parent's  point  of  view 

Richard  Jones,  of  Hereford  has  benefited  from  an  intervenor  -  Sue, 
from  the  Staffordshire  Consortium  Deaf  blind  Project  Here, 
Richard's  mum,  Jacii,  explains  how  it  is  working. 


Despite  being  of  average  intelli- 
gence and  in  possession  of  all  my 
faculties  - 1  hope!  - 1  became 
incredibly  frustrated  and  confused  by  the 
conflicting  advice  given  to  me  during  my 
son  Richard's  early  years.  So  the  effect  on 
him,  totally  blind  and  hard  of  hearing, 
could  have  been  absolutely  devastating. 
Fortunately  his  rather  laid-back  approach 
to  life  and  cheerful,  confident  disposition 
prevented  any  permanent  damage  being 
done,  but  it  probably  delayed  his  already 
much  delayed  development. 

The  biggest  problem  I  found  was  that 
the  people  who  knew  what  they  were 
talking  about  had  little  or  no  contact  with 
the  people  who  didn't.  So,  whilst 
Richard's  peripatetic  teacher  for  the  vision 
and  hearing  impaired,  and  a  teacher  from 
Sense  helped  enormously  with  trying  to 
sort  out  the  useful  advice  from  the  down- 
right ridiculous,  their  workload  meant 
they  couldn't  always  be  there. 

The  solution  to  this  problem  has  been  an 
intervenor.  Sue,  Richard's  intervenor  has 
already  received  some  training  and  is  learn- 
ing all  the  time.  She  is  Richard's  special 


person  within  school.  She  accompanies  him 
wherever  he  goes  and  in  the  course  of  the 
day  tactfully  expands  her  knowledge  to  those 
who  do  not  understand  the  very  special 
needs  Richard  has.  She  is  not  a  girl  wonder. 
She  does  not  consider  herself  to  be  better 
qualified  than  his  teacher,  physio,  speech 
therapist,  riding  or  swimming  instructor. 
She  is  an  intervenor,  who  is  ready  to  take 
ideas  and  advice  from  these  people  and  pass 
it  on  to  Richard  in  a  way  which  he  can 
understand,  using  a  standard  form  of  com- 
munication which  she  has  developed. 

I  believe  Richard  and  Sue  have  been  part 
of  a  pilot  scheme  to  introduce  intervenors.  I 
feel  that  it  has  been  a  success.  However,  this 
has  only  been  made  possible  because  all  the 
people  involved  have  been  willing  to  co- 
operate and  share  their  knowledge. 

I  as  a  parent  have  stopped  being  confused 
-  Sue  explains  everything  to  me,  teaches  me 
new  signs  and  gives  me  instructions  when 
necessary.  She  in  turn  listens  to  my  concerns 
regarding  Richard. 

As  for  Richard,  his  attitude  to  life  hasn't 
changed  a  great  deal,  but  he's  no  longer 
quite  so  delayed. 


In  the  winter  edition  of  Talking  Sense  we  published  the  first  of 
this  two-part  series  on  intervention.  This  included  an  article 
detailing  the  role  of  the  intervenor  which  should  have  been 
attributed  to  the  Staffordshire  GEST  consortium.  We  would  like 
to  apologise  for  this  omission,  and  thank  them  for  all  the 
material  they  contributed  to  make  the  article  so  successful. 
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The  citizen 
advocate 


So  you're  a  young  adult,  you're  deaf  blind,  and  you're  lucky.  You  have 
the  warm,  loving  support  of  your  family  You  are  cared  for  by  staff 
who  understand  deafblindness,  who  take  the  time  to  communicate 
with  you,  who  see  you  as  a  person,  not  a  medical  condition.  A  team 
of  professionals  is  on  hand  to  keep  you  fit  and  well,  to  help  you 
develop  your  skills  for  living.  What  more  could  you  want? 


Your  sister  is  also  a  young  adult,  and 
she  isn't  deafblind.  She  also  has  the 
warm,  loving  support  of  a  family 
(mostly  -  well,  you  know  what  young  peo- 
ple are  ...!).  But  the  other  important  people 
in  her  life  are  very  different  from  those  in 
yours.  They  aren't  paid  to  spend  time  with 
her,  for  one  thing.  They  don't  provide  a 
service  to  her.  They're  not  around  to  make 
her  better.  They  are  called  friends. 

Choosing  a  relationship 

From  a  very  young  age,  children  who  are 
not  deafblind  begin  to  develop  their  own 
independent  life:  keeping  secrets,  hoping 
mum  doesn't  find  out  -  these  are  an  impor- 
tant part  of  growing  up.  But  people  who  are 
deafblind  have  few  opportunities  to  enter 
into  relationships  by  choice,  and  no  matter 
how  good  their  relationships  are  with  fam- 
ily and  staff,  this  still  means  that  an  impor- 
tant dimension  of  life  is  closed  to  them. 

An  important  aim  of  the  Sense  advocacy 
project  is  to  redress  this.  Advocates  choose  to 
develop  a  relationship  with  an  individual, 
recei  vingnoincentiveorreward  beyond  those 
that  are  inherent  in  other  voluntary  relation- 
ships. Their  partner -the  person  with  whom 
they  are  linked  -also  has  a  choice,  and  one  of 
the  issues  which  thispilotprojectisexploring 
is  how  to  ensure  this  is  recognised  for  people 


who  have  limited  communication. 

We  believe  that  widening  the  relation- 
ships available  to  deafblind  people  will  in 
itself  improve  their  quality  of  life.  Advocacy 
is  more  than  friendship  however.  Its  funda- 
mental aim  is  to  empower  individuals  who 
are  unable  to  enjoy  the  rights  and  opportu- 
nities of  ordinary  life.  The  advocates'  sole 
responsibility  is  to  their  partners.  They  do 
not  have  to  consider  the  needs  of  other  peo- 
ple to  whom  they  are  providing  a  service. 
They  are  not  burdened  by  the  anxieties  of 
being  a  parent.  The  independence  of  the 
advocate  is  essential. 

'Advocacy'  is  not  new  to  Sense:  the  or- 
ganisation was  established  to  advocate  on 
behalf  of  deafblind  people  and  their  fami- 
lies, representing  their  interests  and  lobby- 
ing for  services.  This  is  called  'group  advo- 
cacy'. Wherever  possible  we  advocate  on 
behalf  of  individual  deafblind  people  and 
their  families,  helping  them  to  gain  the  sup- 
port they  need  from  social  service  depart- 
ments, local  education  authorities,  etc.  This 
is  called  'technical  advocacy'. 

Citizen  advocacy 

Citizen  advocacy  is  new  to  us  however. 
Citizen  advocacy  has  developed  in  the  last 
thirty  years  -  originating  in  Scandinavia, 
and  establishing  itself  in  the  US  in  the  60's, 
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where  the  movement's  aim  and  values  were 
defined.  The  last  ten  years  have  seen  a  growth 
in  citizen  advocacy  projects  in  the  UK,  though 
the  funding  climate  has  made  this  slow. 
Community  Care,  with  its  starting  point  of 
'needs-led'  service  provision,  has  given  im- 
petus to  the  movement,  and  many  policy 
documents  refer  to  the  importance  of  access 
to  advocates  for  people  who  face  difficulty 
representing  their  own  interests. 

The  Sense  advocacy  project  is  funded  for 
three  years  to  explore  the  application  of 
citizen  advocacy  to  people  who  are 
deafblind,  and  particularly  those  with  lim- 
ited communication.  It  is  a  pilot  project, 
with  the  following  objectives: 

-  to  understand  how  citizen  advocacy 
works  in  relation  to  people  unable  to 
articulate  their  needs  and  wants; 

-  to  understand  how  to  set  up  advocacy 
partnerships  for  these  people,  and  what 
issues  are  involved  in  doing  this; 

-  to  see  how  advocacy  partnerships  can 
best  be  established  and  supported  in  the 
future. 

Citizen  advocacy  in  the  UK  is  still  defining 
and  developing  its  working  practices,  but 
some  principles  are  considered  to  be  funda- 
mental. The  first  phase  of  the  Sense  advo- 
cacy project  has  been  to  examine  these  prin- 
ciples in  the  light  of  our  own  objectives,  and 
the  outcome  of  this  is  the  statement  repro- 
duced over  the  page  -  Guiding  Principles 
for  the  Sense  Advocacy  Project. 

Pilot  project 

The  project  will  be  linking  advocates  to  a 
sample  of  deafblind  adults  in  three  different 
environments,  with  each  scheme  being  es- 
tablished by  a  part-time  worker.  David 
Moorhead  was  the  first  of  these,  taking  up 
appointment  at  the  RNID's  Poolemead  Cen- 
tre in  December  1992.  In  February  he  was 
joined  by  Alison  King,  responsible  for  de- 
veloping the  project  at  Sense  Midlands. 

The  final  member  of  the  team,  Angela 
Lee,  joined  at  the  end  of  June:  her  task  is  to 
establish  the  project  at  Horizon  NHS  Trust, 
long  stay  hospital  for  people  with  learning 
difficulties  in  Hertfordshire.  Unlike  the 
Poolemead  and  Sense  Midlands  aspects  of 
the  project,  where  the  group  of  partners  is 


m 
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already  identified,  the  London  scheme  will 
have  to  take  account  of  the  fact  that  people  in 
long-stay  mental  hospitals  may  not  be  diag- 
nosed as  deafblind. 

The  project  is  managed  through  Sense's 
Services  Department.  Independence  is  a  key 
principle  of  citizen  advocacy,  and  we  will  be 
monitoring  whether  this  arrangement  can 
sufficiently  guarantee  the  independence  of 
the  scheme  operating  at  Sense  Midlands. 

The  three  workers  are  responsible  for  the 
selection,  training  and  support  of  advocates, 
and  for  matching  them  with  appropriate 
partners.  Anyone  can  be  an  advocate  -  the 
main  qualities  are  the  ability  to  relate  to 
someone  who  is  deafblind  as  an  individual, 
and  to  recognise  that  they  are  entitled  to  the 
same  rights  and  opportunities  as  anyone 
else.  The  ability  to  speak  up  for  their  partner 
is  also  necessary,  together  with  a  willingness 
to  commit  -  it  takes  time  to  build  a  relation- 
ship with  someone,  especially  when  their 
communication  is  limited.  We  are  not  look- 
ing for  deafblind  experts,  just  people  who 
have  'ordinary'  life  experiences  and  are  will- 
ing to  take  on  the  role. 


Talking  Sense  ■  Spring  1 W4  ■  23 


FEATURE 


4fr 


The  matching  process  is  lengthy.  Work- 
ers need  to  build  up  a  picture  of  the  person 
for  whom  they  are  seeking  an  advocate. 
They  also  need  to  get  to  know  potential 
advocates,  to  ensure  they  are  right  for  the 
job,  and  to  match  them  most  appropriately. 
As  in  all  Sense  practice,  we  recognise  the 
vulnerability  of  the  people  we  work  with, 
and  the  careful  selection  process  is  designed 
to  safeguard  their  interests.  The  team  has 
identified  the  importance  of  working  with 
staff,  and  has  found  them  to  be  very  inter- 
ested in  advocacy  and  the  issues  it  raises,  as 
well  as  wanting  to  know  how  the  scheme 
will  work. 

It  takes  time  to  build 
a  relationship 

We  cannot  predict  how  the  relationships 
will  develop,  though  we  can  assume  they 
will  all  be  different.  We  are  taking  one  step 
at  a  time,  the  next  stage  is  to  find  and  match 
partners  and  advocates,  and  then  for  them 
to  spend  time  together. 

We  are  aware  of  a  wide  range  of  issues 
which  need  to  be  explored,  and  one  of  the  most 
important  of  these  is  the  advocate's  relation- 
ship to  the  family.  A  common  reaction  from 


parents  with  whom  we  have  discussed  the 
project  is  a  sigh  of  relief- 'thankheavens  if  snot 
just  me  any  more'.  A  particularly  honest  reac- 
tion is  -  I'd  welcome  an  advocate  for  my  child 
-  as  long  as  they  agree  with  me ...!'.  And  there 
are  anxieties  -  'will  the  advocate  have  more 
rights  and  recognition  than  me?'  'What  if  I 
don't  like  the  advocate?'  -  at  least  that  one  is 
common  to  all  parents  who  worry  about  their 
children's  friends!  Advocates  do  not  seek  to 
supplant  families,  and  they  may  be  able  to 
remove  some  of  the  pressure  family  members 
often  feel. 

This  is  a  pilot  project,  and  as  such  the 
number  of  relationships  we  establish  is  very 
limited.  The  project  is  being  carefully  moni- 
tored, and  a  full  review  will  take  place  at  the 
end  of  its  second  year  of  operation.  This  will 
enable  us  to  plan  for  the  future.  Although 
we  will  have  to  prove  it,  we  are  confident 
that  advocacy  can  enrich  the  lives  of 
deafblind  people;  by  introducing  them  to  a 
new  and  different  relationship;  by  bringing 
another  perspective  to  discussions  about 
their  lives;  by  interpreting  their  wishes  and 
interests;  and  enabling  them  as  far  as  possi- 
ble, to  become  self-advocatesH 

Vanessa  Davis 

Assistant  Director  of  Services 


Guiding  principles  for  Sense  advocacy  projects 


Citizen  advocacy  is 
individual,  personal 
and  independent. 

It  is  centred  on  the 
person  with  an  advo- 
cate or  partner.  Part- 
ners have,  by  and 
large,  had  a  lifetime 
of  others  speaking  for 
them  and  deciding  on 
their  behalf.  This  has 
had  the  effect  of  cent- 
ring protection,  rep- 
resentation and  en- 
actment of  people's 
rights  on  services  and 
carers.  Citizen  advo- 
cacy is  about  moving 
the  centre  back  to  peo- 
ple. This  means  ad- 


vocates refer  back  con- 
stantly to  their  part- 
ners and  use  their  own 
judgement  about  what 
their  partners  want. 

Citizen  advocacy  is 
about  making  friend- 
ships with  people  and 
helping  them  to  do 
things. 

It  is  centred  on  a  per- 
sonal friendship  be- 
tween an  advocate  and  a 
partner.  This  means 
that  the  relationship  is 
equitable,  even  if  differ- 
ent people's  circum- 
stances and  opportuni- 
ties are  not.  It  means 
that  the  circumstances 


of  people's  lives  are  their 
business  and  are  not  to 
be  shared  with  others. 

It  means  that  it  is  a 
developing  relation- 
ship which  takes  ac- 
count of  others  who  are 
important  in  people's 
lives  and  which  takes 
time  and  contact  to  es- 
tablish and  continue. 

Citizen  advocacy  is 
about  human  rights. 

In  the  absence  of 
people  being  able  to  tell 
us  themselves,  we  as- 
sume that  they  have  the 
same  rights  as  the  rest 
of  us.  We  assume  that 
they  want  to  do  the 


samekind  of  things  that 
we  do,  having  respect 
for  the  gender,  race, 
culture,  age,  disability, 
sexual  orientation  and 
economic  status  and 
that  they  have  the  same 
kind  of  reasons  for 
wanting  to  do  them. 

Citizen  advocacy  is 
about  protecting  peo- 
ple, representing  them 
to  others  and  giving 
them  the  same  oppor- 
tunities as  individuals 
to  share  in  community 
life  as  we  have. 

It  is  independent  of 
services,  carers  and 
families.  Other  people, 


particularly  families 
and  other  carers,  will 
have  understandings 
about  what  partners 
want.  Advocates  can 
use  whatever  infor- 
mation partners  can 
give,  whatever  infor- 
mation others  can 
give,  their  knowledge 
of  their  partners  and 
their  sense  of  justice 
to  give  their  partners 
their  own  choice. 

Advocates  are  ac- 
countable to  their 
partners,  their  con- 
science and  the  guid- 
ing principle  of  the 
advocacy  project. 
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Nuts  and  bolts 


The  follow  up  meeting  proposed  to  gain  further  information 
about  Sense  after  the  Usher  parents  weekend  took  place  at 
Sense  head  office  on  January  22nd. 


The  meeting  started  with  two 
accounts  of  the  weekend  by 
parents.  Lyn  Atkinson  told 
how  prior  to  the  weekend  she 
couldn't  see  a  way  forward, 
but  the  input  from  those  at 
the  weekend  made  her  feel 
more  confident  and  hopeful 
for  the  future.  Steve  Sypula 
felt  much  more  positive  as  a 
result  of  meeting  other  par- 
ents, and  realised  that  their 
experiences  could  be  har- 
nessed to  benefit  families 
coming  to  terms  with  Usher 
for  the  first  time. 

After  the  feedback  session 
Malcolm  Matthews  spoke 
about  aspects  of  Sense;  its 
services,  how  it's  organised, 
how  funds  are  allocated  and 
how  Usher  Services  and  the 
Young  Usher  Group  fit  in.  The 
meeting  then  split  into  three 
groups  to  discuss  what  the 
parents  and  people  with 


Proceeding  of  the 
Seventh  European 
Usher  Syndrome 

Study  Group 

are  now  available 
from  Usher  Services  - 
Sense.  Eleven  papers 
presented  including 
the  keynote  paper  on 
the  "Brain  and  Com- 
munications" given  by 
Professor  Hans 
Brochgrevink  from 
Norway. 

For  copies  please 
apply  to:- 

Usher  Services  -  Sense 
11-13  Clifton  Terrace 
London  N4  35R 

Tel:  071  272  7774 
Fax:  071  272  6012 

price  £6  (includes  post- 
age and  packing) 


Usher  wanted  from  Sense  and 
Usher  Services,  and  where 
they  should  go  from  here. 
They  then  gathered  together 
to  share  their  thoughts.  Sue 
Shirley,  Russ  Palmer  and  Tim 
Atkinson  spoke  for  each 
group,  and  it  was  interesting 
to  note  that  the  points  reached 
by  each  group  were  quite 
similar. 

The  findings  and  thoughts 
about  the  future  were 
summed  up  after  which  Mary 
Guest  outlined  the  planned 
events  and  projects  for  Usher 
Services  over  the  next  finan- 
cial year. 

Although  the  meeting  was 
for  only  half  a  day  some  very 
positive  things  were  achieved. 
A  parents  meeting  has  been 
planned  for  5th  March  to  dis- 
cuss how  they  can  be  repre- 
sented on  Sense  Council,  Plan- 
ning Group  etc  and  how  they 


can  feed  back  their  hopes  for 
the  future  of  Usher  Services. 

Comments  from  parents 
suggested  that  the  nuts  and 
bolts  meeting  was  excellent, 
and  although  there  was  not 
enough  time  -  the  usual  com- 
plaint -  parents  generally  felt 
they  would  like  to  be  more 
involved  in  Sense  and  were 
determined  to  remain  within 
Sense  agreeing  that  going  it 
alone  was  not  a  viable  option. 

Mary  Guest  and  the  Usher 
team  would  like  to  thank  the 
parents,  families  and  friends 
for  attending  the  meeting. 
Mary  also  extends  her  thanks 
to  Alison  Bennett  (head  of 
family  services)  who  chaired 
the  meeting,  Malcolm 
Matthews  (director  of  serv- 
ices) who  spoke  on  Sense's 
structure,  Vanessa  Davis  (as- 
sistant director  of  services), 
Joff  McGill  (family  services 
officer),  and  Deborah  Curtis 
(fundraising)  for  helping  and 
supporting  the  meeting. 


Creative  Arts  Course 

Caerleon  College 
near  Newport,  Wales 


From  Saturday  March  26  to  Monday  28 

March  1994.  This  course  is  open  to 

people  with  Usher,  deafblind  people, 

friends  and  relatives. 


For  details  write  to: 

Ann  Marie  Patrick 

Sense  Head  Office 

11-13  Clifton  Terrace 

London  N4  35R 

Tel:  071  272  7774 
Fax:  071  272  6012 


Do  you 
know  a 
deafblind 
person 
looking 
for  work? 


Sense,  the  National  Deaf 
Blind  League  and  RNIB  are 
keen  to  identify  deafblind 
people  between  the  ages  of 
20  and  55  who  are  interested 
in  finding  meaningful  em- 
ployment. 

Our  aim  is  to  promote  the 
abilities  of  individual 
deafblind  people  to  their  lo- 
cal Disability  Employment 
Advisors  (DEA),  and  with 
their  cooperation  set  in  place 
a  programme  of  assessment, 
rehabilitation,  training  and 
job  search  where  appropri- 
ate. 

As  part  of  this  project  we 
will  be  meeting  with  selected 
DEA's  in  London,  Birming- 
ham and  Bristol  to  introduce 
them  to  deafblind  people 
within  their  areas  who  are 
interested  in  looking  at  em- 
ployment opportunities. 

If  you  are,  or  know  some- 
one who  may  be  interested, 
please  send  full  details  or 
phone  us  directly.  A  brochure 
on  employment  opportuni- 
ties for  people  with  a  hearing 
and  sight  impairment  is  free 
of  charge  in  print,  tape  or 
braille. 

Midlands  and  North:  June 
Hoy,  Sense  Midlands,  4 
Church  Road,  Edgbaston,  Bir- 
mingham B15  3TD.  Tel- 
ephone 021-456  1564  (voice 
and  text). 

London    and    the    South: 

Simon  Birtles,  RNIB,  224 
Great  Portland  Street,  Lon- 
don WIN  6AA.  Telephone 
071-388  1266  (voice),  071-383 
2022  (text). 
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Usher  Scottish  Holiday 

Baird  Hall,  Sauchiehall  Street,  Glasgow 
Monday  20th  -  Saturday  25th  June  1994 

Programme  Ideas 

Activities    water  sports,  swimming,  horse  riding,  carriage  driving,  ten  pin  bowling,  ice  skating,  ceilidh 

Visits     Strathclyde  Country  Park,  Summerlee  Industrial  Heritage  Park,  Stirling  Castle,  Loch  Lomond,  Glasgow 
galleries  etc. 

In  the  evenings,  you  will  be  free  to  explore  Glasgow's  night  life. 


Open  to  all  people  with  Usher  syndrome,  family  and  friends 
£120  per  person  (children  under  16  -  half  price) 


FurtJier  information  from:  Linda  Long,  Sense  Scotland,  8  Elliot  Place,  Clydeway  Centre,  Glasgow  G3  8EP 
Tel:  041  221  7577  Qwerty  041  204  2778  Fax  041  204  2797 


I/we  would  like  to  attend  the  Usher  Scottish  Holiday 


Name 


Address 


Tel: 


Text 


*Please  tick  your  preferred  means  of  cornmunication: 
Speech  □      Sign  language  □ 

Manual/block  □      Loop  system  □ 

Do  you  have  any  special  dietary  requirements:         Yes    □ 
If  yes,  please  enclose  details  of  what  you  eat. 


No    □ 


The  accommodation  is  in  a  student  Hall  of  Residence  Tell  us  if  you  want  a  single  or  twin  room: 
single  J      twin  □ 

£120  per  person  (children  under  16  -  half  price) 

If  you  have  trouble  paying  this,  Sense  may  be  able  to  help. 

Return  this  form  and  enclose  a  deposit  of  £30  per  person  to: 

Linda  Long,  Sense  Scotland,  8  Elliot  Place,  Clydeway  Centre,  Glasgow  G3  8EP. 
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This  is  my  life 

My  name  is  Jeanie  Michaela 
Gratz  and  I  was  born  in 
Islington,  London. 


I  had  not  yet  had  my  first 
birthday  when  my  mother 
tried  calling  my  name  as  I 
played  with  a  toy  in  my  pram, 
I  didn't  look  up  at  my  mum. 
She  was  very  worried  and 
upset  by  this  and  immediately 
phoned  my  father.  When  he 
arrived  home  from  work  my 
father  tried  making  a  loud 
bang  but  I  still  didn't  look  up 
from  my  toy s .  My  mother  and 
father  took  me  to  see  the  Ear, 
Nose  and  Throat  specialist 
who  told  them  I  had  been  pro- 
foundly deaf  from  birth. 

I  started  school  at  the  Frank 
Barnes  School  for  the  Deaf  in 
London  at  the  age  of  three. 
There  I  was  taught  British  Sign 
Language  until  I  was  ten  years 
old.  At  this  time  I  discovered 
that  when  at  the  cinema  with 
the  other  children  I  couldn't 
see  in  the  dark.  I  was  afraid  to 
ask  the  other  children  about  it 
and  kept  my  problem  to  my- 
self. 

Diagnosis 

I  left  the  Frank  Barnes  School 
and  moved  to  another  school 
in  Tottenham.  At  the  age  of  13 
I  had  flu  very  badly  and  also 
had  a  bad  accident  when  I  fell 
over  a  record  player  on  the 
floor  when  I  could  neither  see 
or  hear.  My  parents  told  me 
to  be  more  careful  and  watch 
where  I  was  walking.  The  ac- 
cident led  to  me  going  to  the 
school  doctor  for  an  eye  test. 
Following  that  examination  I 
was  referred  to  Moorfield  Eye 
Hospital  where  it  was  con- 
firmed after  another  exami- 
nation that  I  had  Usher  syn- 
drome. 

At  the  age  of  1 6 1  left  school 
and  started  work  in  an  office 
where  I  learnt  to  copy  type 
and  use  an  NCR  machine  as 
well  as  filing  and  general  of- 


fice work.  I  married  my  first 
husband  and  moved  from 
London  to  Basingstoke, 
where  I  lived  for  10  years. 
While  I  lived  there  my  mother 
passed  away  and  the  shock  of 
her  death  was  such  that  I  be- 
came diabetic.  The  doctor  also 
told  me  that  I  was  going  blind. 
As  a  result  of  this  I  was  ex- 
tremely depressed;  nobody 
explained  to  me;  or  tried  to 
help  me  understand,  about 
Usher  syndrome. 

I  moved  to  Yately  (Surrey) 
and  divorced  my  husband 
who  had  become  very  cruel 
and  uncaring  about  me  and 
my  problems.  I  met  a  man 
Tony  that  I  liked  very  much, 
and  we  lived  together  for  five 
years  very  happily.  Then 
Tony  developed  cancer  of  the 
lungs  and  died  very  sud- 
denly. About  a  year  later  I 
met  and  married  my  present 
husband,  Denis.  At  this  time 
he  didn't  understand  about 
Usher  syndrome.  We  had  a 
visit  from  the  social  worker 
for  the  deaf  who  told  us  about 
Sense  and  arranged  for  an 
assessment  at  home.  Some 
weeks  later  the  social  worker 
visited  me  again  bringing 
with  him  June  Hoy  from  Sense 
Midlands,  Kendal  Barnett 
from  Guide  Dogs  for  the  Blind 
and  Sean  Nicholson  the  inter- 
preter. June  supervised  the 
assessment  which  took  all  af- 
ternoon. 

While  Denis  and  I  were 
waiting  to  hear  from  Sense, 
we  moved  to  Coventry.  A  few 
weeks  later  we  received  a  let- 
ter from  June  Hoy  which  was 
an  invitation  to  take  part  in  a 
3-day  Rehabilitation  Pro- 
gramme (Life  and  Social  Skill 
with  Mobility)  at  Sense  Mid- 
lands in  Birmingham.  We 
stayed  at  Ashley  House  for 
the  three  days.  Denis  was  very 


interested  and  learnt  about 
everything  which  would 
make  my  home  life  safer  and 
more  secure.  For  myself  the 
course  really  started  me  think- 
ing positively  about  the  fu- 
ture and  stopped  me  from 
being  depressed  about  my 
problem.  The  course  also 
helped  me  a  lot  with  learning 
to  use  a  long  cane  and  so  im- 
proving my  mobility  and  giv- 
ing my  confidence  a  much 
needed  boost. 

For  one  year  I  attended  an 
Employment  Training  course 
in  Coventry  in  Business 
Admin  (Word  Processing  & 
Office  Admin).  At  the  end  of 
this  period  I  was  given  a  place- 
ment for  work  experience  at 
Sense  in  Birmingham.  My 
husband  Denis  encouraged 
me  and  helped  a  lot.  I  was 
very  worried  about  travelling 
to  Birmingham  from  Coven- 
try but  my  husband  took  me 
on  the  train  himself  twice  to 
show  me  the  way. 

Living  life  my 
way 

The  first  time  I  travelled  on 
my  own  I  was  very  nervous 
and  worried  by  the  crowds  of 
people  which  makes  my  bal- 
ance even  worse  than  normal . 
The  whole  trip  was  a  bit  like  a 
bad  dream  but  I  managed  to 
change  trains  at  New  Street 
Birmingham  to  Five  Ways, 
and  then  walked  to  Sense  in 
Church  Road,  Edgbaston.  The 
return  home  was  pretty  much 
the  same  and  I  was  exhausted 
when  Denis  picked  me  up  at 
Coventry  Station.  The  next 
day  he  phoned  New  Street 
Station  and  arranged  for  me 
to  be  helped  on  and  off  all  my 
trains  at  all  the  stations.  This 
service  provided  by  BR  is 
completely  free  and  is  a  huge 
help  when  travelling  at  peak 
times.  This  really  makes  life  a 
pleasure  for  me  as  I  know 
nearly  all  the  porters  now 
and  don't  have  a  problem 
anymore. 

Well,  that  is  my  life,  and  1 
hope  reading  it  will  help  you  in 
dealing  with  your  problems. 


Seren 
sculpts  a 
new 
career 


Artist  Seren  Thomas  who  is 
deafblind,  is  to  have  her  first 
piece  of  work  on  public  dis- 
play thanks  to  a  grant  from 
Shropshire's  disability  arts 
initiative  and  a  donation 
from  Girobank  pic. 

The  sculpture  has  been  de- 
signed around  the  idea  of  a 
standing  stone  with  complex 
patterning  resembling  Celtic 
markings  and  when  finished 
will  be  around  four  feet  high. 

Seren,  who  lives  in  a  resi- 
dential development  in 
Ludlow  run  by  Vision  Homes, 
applied  for  and  was  given  the 
maximum  grant  of  £500  from 
the  arts  initiative.  However, 
this  still  left  her  several  hun- 
dreds of  pounds  short  of  the 
total  cost  of  producing  her 
design,  but  a  generous  dona- 
tion from  Girobank  pic  has 
ensured  that  the  project  will 
go  ahead. 

Seren's  plans  for  the  sculp- 
ture to  be  a  public  work  of  art 
have  received  a  warm  wel- 
come from  Ludlow  district 
council,  who  are  currently 
looking  for  a  suitable  place  to 
site  the  work  where  it  will  be 
accessible  to  all.  The  raised 
decoration  on  the  sculpture 
will  ensure  that  people  who 
are  visually  impaired  can  ex- 
plore and  enjoy  the  work  as 
much  as  sighted  people. 

Artist  James  Hanson,  who 
works  for  Vision  Homes  as  a 
skills  tutor  says  he  has  no 
doubts  about  Seren's  talent, 
and  adds:  "This  latest  project 
shows  how  Seren  has  devel- 
oped her  skills  beyond  the 
confines  of  a  hobby,  she  has 
great  potential  to  grow  as  an 
artist". 
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For  the  first  five  years  of  his  school  life,  Murray  was  a  weekly 
boarder  at  Royal  Blind  School,  Edinburgh.  He  was  most 
unhappy  there,  as  he  grew  older  and  could  articulate  more, 
he  told  me,  'I  don't  mind  school,  I  just  want  to  come  home  to 
my  own  bed  at  night'.  Aileen  Farquharson  reports. 


I  will  not  bore  you  with  the 
details  of  his  time  in  Edin- 
burgh, suffice  to  say  that  10 
months  after  Neil  and  I  se- 
cured a  local  education  place- 
ment for  Ewen,  Murray  was 
removed  from  the  Royal  Blind 
School  to  join  his  brother  (and 
realise  his  wish  to  sleep  in  his 
own  bed).  I  must  add  that  an 
Educational  Psychologist  and 
Educational  Social  Worker 
were  very  supportive 
throughout  these  two  ex- 
tremely difficult  situations. 

The  change  in  Murray 
(when  I  told  him  he  was  leav- 
ing the  Royal  Blind  School) 
was  instantaneous,  gone  was 
the  miserable  child  who  had 
hated  his  schooling  for  five 
years  and  back  was  our  happy 
son.  The  genuine  delight  re- 
lief/joy which  my  elder  son 
expressed,  confirmed  in  me 
that  the  decision  to  remove 
him  from  the  RBS  was  the 
correct  one  for  him. 

Further 
education 

Murray  started  his  secondary 
education  in  August  '88,  but 
with  his  subsequent  learning 
difficulties  developing 
around  P7,  it  was  realised  he 
would  not  have  the  academic 
future  which  had  been  origi- 
nally anticipated  for  him. 
However,  he  has  been  hap- 
pily completing  SCOTVEC 
modules  over  the  past  two 
years,  and  is  very  proud  of 
his  certificates. 

In  December  '91,  Murray's 
Future  Weds  Assessment 
was  opened;  the  consensus 
b«-ing  that  he  needed  a  place- 
ment within  Further  Educa- 
tion to  give  him  time  to 
achieve  more  skills,  and  that 
he  should  remain  at  vhool 


(Craigie  High)  until  the  end 
of  his  6th  Year  June  '94). 

Stuart  Aitken  attended  this 
meeting  with  us,  which  Neil 
and  I  found  very  helpful  and 
supportive.  We  were  in- 
formed that  a  review  of 
Murray's  future  needs  would 
take  place  in  December. 

This  meeting  did  take 
place,  but  the  only  informa- 
tion/progress which  had 
been  made  was  initiated  by 
myself,  Neil  and  Sense  Scot- 
land. Ian  had  made  enquiries 
re  possible  F.E.  placements  for 
Murray.  Neil  and  I  had  vis- 
ited Motherwell  College  with 
its  Department  for  Special 
Needs  (Ian  arranged  this  and 
attended  with  us).  Murray 
also  visited  with  Ian  as  his 
guide  for  the  day. 

We  three  (mostly  Ian)  have 
been  trawling  for  information 
about  the  various  F.E.  centres 
throughout  Britain,  which 
may  have  courses  suitable  for 
Murray's  combination  of  spe- 
cial needs  (congenital  total 
blindness,  subsequent  mod- 
erate hearing  loss  and  learn- 
ing difficulties). 

Again,  at  the  end  of  the 
review  meeting  it  was  agreed 
Murray  needed  a  placement 
within  F.E.  and  that  he  should 
remain  at  Craigie  High  School 
for  his  6th  year  (mainly  Unit 
based,  giving  him  time  to 
consolidate  skills  and  also 
give  the  educationalists  time 
to  find  him  a  placement).  That 
was  December  1992. 

Forced  out  of 
school 

In  early  June  '93,  we  received 
<i  very  brief  phone  call  from 
the  I  lead  of  Service  for  the 
Visually  Impaired,  asking 
Neil  and  I  to  attend  a  meeting 


at  Murray's  school  She  had 
no  time  to  explain;  she  was  in 
a  hurry.  Alarm  bells  immedi- 
ately rang  in  me,  reasoning 
that  a  Deputy  Director  was 
not  inviting  us  for  tea  and  a 
chat.  My  gut  feeling  told  me 
the  meeting  was  about 
Murray's  6th  Year. 

I  was  correct  with  my  as- 
sumption. 

I  made  a  few  phone  calls 
and  was  horrified  to  find  that  a 
decision  had  been  taken  to  re- 
shuffle the  staff  within  the 
Service  for  Visually  Impaired. 
This  meant  that  0.6  of  a  teacher 
was  being  removed  from  the 
unit  Murray  was  based  in.  This 
teacher  was  apparently 
needed  for  the  Peripatetic  Sec- 
tor of  the  Service.  By  removing 
a  teacher  meant  that  Murray 
would  not  be  able  to  remain  in 
the  unit  (he  had  no  supervi- 
sion) -  so  he  was  effectively 
being  forced  out  of  school.  An 
added  sting  in  this  was  that 
Ewen  would  have  to  drop  one 
of  his  mainstream  subjects, 
which  were  already  limited 
because  of  his  blindness. 

The  next  morning  I  phoned 
Gill,  who  contacted  Joyce  and 
Ian.  As  we  had  only  been  giv- 
ing three  working  days  no- 
tice of  the  meeting,  action  had 
to  be  swift.  Ian  attended  the 
meeting  with  us,  which  I 
found  very,  very  helpful. 

Those  who  attended  were: 

Depute  Rector  (liaison 
mainstream /special  needs), 
Ed.  Psych,  Careers  Officer,  Ian 
for  Sense  Scotland,  Head  of 
Service  for  V.I.,  Teacher-in- 
Charge  from  Unit  at  Craigie 
High  School,  Neil  and  my- 
self. 

The  situation  was  ex- 
plained by  the  Head  of  Serv- 
ice for  V.I.  In  a  nutshell  it  was 
this. 

There  had  been  increasing 
referrals  to  the  Peri  Sector  and 
the  full  time  staff  member  felt 
she  was  not  doing  this  part  of 
the  service  justice  on  her  own. 
Highly  commendable.  The 
Head  of  Service  made  the 


decision  to  remove  0.6  teacher 
from  the  Secondary  Unit  (with 
devastating  effect  to  our  sons' 
education).  To  satisfy  one 
branch  of  her  service,  she  was 
butchering  another  part.  She 
also  had  no  suggestions  as  to 
where  Murray  could  go. 

Murray  was  being  forced 
out  of  school,  through  no  fault 
of  his  own.  Ewen  was  being 
forced  to  drop  a  mainstream 
subject,  through  no  fault  of 
his  own.  Not  one  of  their 
sighted  peers  were  being 
forced  down  the  road  that  my 
sons  were. 

The  normally  placid  and 
'laid-back'  Neil  was  naturally, 
extremely  angry  and  return- 
ing home  continued  his  pur- 
suit of  the  Director  of  Educa- 
tion. His  phone  calls  were 
buffeted  from  pillar  to  post, 
but  he  contacted  every  exten- 
sion he  was  given,  left  infor- 
mation about  the  situation 
and  to  each  person  unfortu- 
nate enough  to  speak  to  him, 
exactly  what  he  intended  do- 
ing! We  were  only  starting 
with  the  Director  of  Educa- 
tion and  would  go  all  the  way 
to  Lord  James  Douglas  Ham- 
ilton if  needs  be. 


Wrong  decision 

Twenty-three  hours  after  the 
meeting  at  school,  the  Assist- 
ant Director  for  Special  Edu- 
cation contacted  Neil.  He  in- 
formed her  of  the  situation. 
As  this  was  the  first  she  knew 
of  it,  she  asked  Neil  to  give 
her  time  to  investigate  and 
she  would  return  with  her 
decision.  Neil  agreed  and  re- 
quested her  decision  in  writ- 
ing (which  we  have  received). 
This  lady  moved  very  quickly 
because  by  the  next  morning 
phone  calls  had  been  received . 
The  Head  of  Service  from  the 
Directorate  and  we  were  in- 
formed Murray  and  Ewen's 
education  would  continue  as 
before,  i.e.  Murray  stay  for 
6th  Year  and  Ewen  pursue  all 
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of  his  mainstream  subjects. 

My  initial  response  was  one 
of  immense  relief  but  then  a 
reaction  set  in,  which  is  in  addi- 
tion to  the  reaction  I  had  to  the 
original  news.  I  can  only  de- 
scribe by  feelings  as  ones  of 
extreme  agitated  hovering.  I 
was  desperate  to  land  but 
could  not  'touch  down'!  Fortu- 
nately our  summer  holiday  oc- 
curred a  month  later,  and  I 
found  packing  up  and  going 
away,Ileftmy  troubles  behind. 

In  my  opinion,  I  naturally 
think  the  decision  made  by 
the  Head  of  Service  was  the 
wrong  decision,  but  I  also 


think  it  a  bad  decision.  That 
she  should  treat  her  most  se- 
verely visually  impaired 
charges  in  such  an  unwarrant- 
able way  defies  reason. 

The  school-aged  pupils 
serviced  by  the  Peri  Sector 
have  enough  sight  to  attend 
their  local  school  (else  they 
would  be  in  either  the  pri- 
mary or  secondary  units). 
Those  of  pre-school  age  have 
other  agencies  attending. 

Next  year  the  number  of 
pupils  within  the  Unit  at 
Craigie  High  will  be  halved 
(excluding  any  new  admis- 
sions). There  may  be  a  sur- 


plus of  staff  in  Secondary,  then 
the  0.6  teacher  may  move  to 
Peri  (providing,  of  course,  the 
remaining  pupils  needs  are 
being  fully  met). 

The  Head  of  Service  stated 
at  the  school  meeting  that  the 
majority  need  was  within  the 
Peri  Sector.  What  about  those 
with  the  greatest  need  (re  those 
who  mustattend  Units  because 
of  their  severe  sight  loss)? 

The  whole  episode  had  left 
me  with  a  very  bad  taste  in 
my  mouth.  This  is  because  I 
never  expected  staff  from 
within  the  Service  for  the  V.I. 
to  be  the  ones  who  attempted 
to  seriously  disrupt  my  sons' 
education. 

That,  for  me,  is  the  most 


serious  aspect  of  this  whole, 
sorry  affair. 

The  only  saving  grace  was 
(and  still  is,  thankfully)  that 
Sense  Scotland  exists. 

Gill  got  her  team  into  ac- 
tion. Their  advice  and  sup- 
port was  there  when  we 
needed  it  most.  We  also  knew, 
for  definite,  they  were  on  our 
sons'  side. 

I  cannot  thank  you 
enough,  Gill,  Joyce  and  Ian 
for  all  the  energy  you  ex- 
pended during  our  crisis,  I 
hope  I  do  not  have  to  call  on 
you  again,  but  my  cynicism 
(natural  or  developed  over  the 
years  of  being  a  parent  of  chil- 
dren with  special  needs)  tells 
me  I  probably  will. 


Sense  Scotland  Training  Courses 


Event 


Trainer(s) 


Venue 


Time 


Price 


Tuesday  19  April 

Disability  Awareness  SEATID  St  Peter's  Pastoral  Centre,  Glasgow    10.00-4.00       £48 

This  workshop  will  be  run  by  Strathclyde  Equality  Awareness  Trainers  in  Disability.  During  the  course  of  the  day,  participants  will  get 
the  opportunity  to  explore  models  of  disability  (medical  and  social),  discrimination,  personal  attitudes,  barriers  experienced  by  disabled 
people  and  how  to  develop  positive  action  to  empower  disabled  people. 


B  Spencer  &  J  Byrne 


Sense  Scotland  (Elliot  Place) 


6.30-9.00 


£20 


Wednesday  20  April 
Deafblind  Awareness 

Thursday  5  May 

Please  Talk  To  Me!  Jean  Byrne  Sense  Scotland  (Elliot  Place)  10.00-4.00        £45 

An  introductory  Workshop  in  Communication:  This  one  day  workshop  aims  to  raise  levels  of  awareness  among  professionals  and  carers 
who  work  with  children  and  young  adults  who  have  a  dual  sensory  impairment.  We  will  look  at  the  implications  of  a  dual  sensory 
impairment  for  communication.  We  will  ask  what  is  communication  and  what  difficulties  are  experienced  when  sensory  input  is 
incomplete.  Tactile  communication  will  be  focused  on.  The  workshop  will  be  as  practical  as  possible  making  ample  use  of  exercises  and 
allowing  time  for  questions  and  sharing. 


Jordanhill  College 


10.00-4.00        £45 


Friday  6  May 

Aspects  of  Communication       Joanne  Pratt 
through  Movement,  &  Debbi  Cook 

Positioning  &  Handling 

Joanne  is  a  lecturer  in  Occupational  Therapy  and  Debbi  is  the  Deputy  Physiotherapist  Manager  for  Services  for  Adults  with  Learning 
Difficulties  in  Leicestershire.  Between  them,  they  will  be  investigating  patterns  of  movement  and  therapeutic  positioning,  and  also 
looking  at  positive  communication  through  touch  and  handling. 


Wednesday  10  August 
Challenging  Behaviour: 
Communication  or 
Aggravation? 


Jean  Byrne 


Sense  Scotland  (Elliot  Place) 


10.00-4.00        £45 


Colin  White  &  Elaine  Gilchrist        Sense  Scotland 


9.30-1.30 


£50 


Wednesday  31  August 
Dramatherapy 

This  introductory  workshop  will  give  participants  the  opportunity  to  explore  some  of  the  uses  of  dramatherapy  -  in  particular,  the  use  of 
movement,  sound  and  rhythm  in  working  with  people  who  have  a  dual  sensory  impairment. 
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Children  with 
Multi-Sensory  Impairments 
and  Cornmunication  Problems 

27th  April  1994 

Professor  Jan  Van  Dijk,  Sint-Michielsgestel 

will  be  one  of  the  speakers  at  this  conference 

which  is  being  jointly  organised  by  the  National 

Hospital's  College  of  Speech  Sciences  and  the 

Royal  National  Institute  for  the  Blind. 

The  conference  is  being  held  in  London  and 

will  be  of  interest  to  teachers,  psychologists  and 

speech  and  language  therapists. 

A  full  programme  and  application  form  are 
available  from: 

Continuing  Education 

The  National  Hospital's  College  of 

Speech  Sciences 

2  Wakefield  Street 

London  WC1N 1PG 

Tel:  071-837  0112 


Hester  Adrian  Research  Centre 
University  of  Manchester 

Sensory  Impairments: 

Developing  Residential  and  Day 

Services  for  Adults  with  Learning 

Disabilities  and  Sensory  Impairments 

to  be  held  at 

Hulme  Hall,  University  of  Manchester 

Tuesday  7  June,  1994 

9:30am-4:30pm 

SPEAKERS: 

Rodney  Clark    International  Association  for  the  Education 

of  the  Deafblind 

Eric  Emerson  &  Chris  Hatton    Hester  Adrian  Research 

Centre,  University  of  Manchester 

David  Harker  &  Malcolm  Matthews    Sense 

Gill  Levy    Royal  National  Institute  for  the  Blind 

Registration  fee  £68  including  documentation, 
lunch  and  refreshments 

For  booking  details  please  contact: 

Conference  Co-ordinator,  Hester  Adrian  Research 

Centre,  University  of  Manchester,  Manchester  M13  9PL. 

Tel:  061  275  3534 

Bookings  will  not  be  confirmed  before  receipt  of 
payment. 


Journal  of  Visual  Impairment  and 
Blindness 

Preliminary  Call  for  Papers  for  Special  Issue  on 
Deafblindness 

The  editors  are  interested  in  receiving  submissions  on  all 
aspects  of  deafblindness  and  all  age  groups  from  birth  through 
old  age.  Papers  based  on  both  quantitative  and  qualitative 
research,  programme  models  and  evaluations,  reviews  of 
literature  that  lead  to  new  conclusions,  and  descriptive  papers 
that  provide  readers  with  needed  medical  and  clinical 
knowledge  are  all  encouraged.  Guidelines  for  contributors  are 
available  from  the  JVTB  editorial  offices.  To  request  a  copy  and/ 
or  discuss  article  ideas  with  an  editor,  call  editor-in-chief  Mary 
Ellen  Mulholland,  at  212-620-2150  or  managing  editor,  Dennis 
Brookshire  at  212-620-2148. 
Topics  of  interest  include  but  are  not  limited  to: 


Access  to  the  Community/ADA 
Charge  Association  and  Other 
Medical  Conditions 
Coactive  Movement 
Communication  for  People  who 
are  Deaf-Blind 

The  Culture  of  Deaf-Blindness 
Eadjr  Childhood  Education 
Fmployrr  OtJ 
Family  Education 
Facilitated  Communication 
Full  Inclusion  and  Students  who 
are  Deaf-Blind 
Independent  Living 
I  jteracy  and  People  who  are 
Deaf  Blind 


Mobility  for  People  who  are 

Deaf-Blind 

Older  Persons  with  Vision  and 

Hearing  Doss 

Progressive  Vision  and  /or 

Flea  ring  Loss 

Psychosocial  Aspects 

Residential  Education  Programs 

in  Schools  for  the  Blind  and  the 

Deaf 

Sibling  Relationships 

Technology 

Transition  Planning 

Up-to-date  Usher  Classification 

Systems  and  Their  Ramifications 


BILD  ANNUAL  CONFERENCE 

Caring  for  People  -  How  to  meet  the 
challenges  in  the  next  decade  and  beyond 

St  Nicholas  Hotel,  Scarborough 
Mon-Thurs  19-22  September  1994 

Call  for  Papers,  Workshops  and  Posters 

The  BILD  annual  conference  is  the  major  forum  for 
researchers,  professionals  and  carers  working  with 
people  with  learning  disabilities. 

Keynote  for  Speakers: 

Dr  Ann  Craft;  Prof  Michael  Gunn;  Prof  lim  Mansell. 

Symposia  or  individual  papers  required  on:  research; 
innovative  practice;  service  development 

Workshops  on:  new  ways  of  working  with  people  who 
have  learning  disabilities 

Posters  on:  research;  activities  of  voluntary  groups; 
training  and  management  activities;  advocacy 
Posters  submitted  by  undergraduate  and  postgraduate 
students  will  be  particularly  welcome. 

Closing  date  for  submissions  of  workshops  and 
symposia  is  8  April  1994  and  for  posters  30  June  1994. 

For  guidelines  for  submission  contact:  Jenny  May,  Training 
Officer,  BILD,  Wolverhampton  Road,  Kidderminster, 
Worcestershire  DYW  3DL. 
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The  Sensus 

-  further  information 


As  a  follow  up  to  the  fact  sheet 
which  was  sent  out  in  1988/9 
we  are  now  compiling  a  new 
SENSUS.  We  have  now  com- 
pleted sending  out  this  form  to 
all  Sense  families  known  to  us. 
Thanks  to  all  the  families 
who  have  returned  these 
forms.  If  you  have  not,  we 


would  be  grateful  if  you  would 
return  them  as  early  as  possi- 
ble. We  will  be  happy  to  send 
you  a  new  form  if  you  need 
one,  and  if  by  chance  you  did 
not  receive  the  first  form  we 
will  send  you  another.  Please 
contact  Deny  Newton,  Serv- 
ices Department. 


Sense  East  video 


There  can  be  few  disabilities 
which  can  so  challenge  serv- 
ice providers  as  that  of  con- 
genital deafblindess. 

This  video,  filmed  on  loca- 
tion at  Sense  East  Further 
Education  Service,  represents 
a  major  new  addition  to  the 
field  of  learning  disability.  By 
focusing  specifically  on  pro- 
moting understanding  and 
awareness  of  key  issues  rel- 
evant to  the  ongoing  devel- 
opment of  children  and  adults 
with  congenital  deafblindess, 
it  challenges  some  of  the 
"myths"  and  shortfalls  of  cur- 
rent practise. 

In  particular,  it  assists  staff 
at  all  levels  to  appraise  their 
own  attitudes  and  expectations 
then  from  a  position  of  "em- 
powerment" the  video  encour- 
ages them  to  move  forward  in 


termsof  their  ownpractise.  The 
video  package  comes  complete 
with  discussion  and  training 
notes  and  thereby  should  prove 
an  invaluable  aid  to  profession- 
als at  all  levels  involved  in  the 
field  of  sensory  or  learning  dis- 
ability. 

Audience 

This  video,  professionally 
produced  in  collaboration 
with  the  Health  Education 
Video  Unit,  Leicester  Royal 
Infirmary  NHS  Trust,  is  spe- 
cifically aimed  at  profession- 
als working  within  education, 
health  and  social  services  set- 
tings. 

Its  power  and  quality  is 
such  as  to  have  a  wider  ap- 
peal in  terms  of  general  audi- 
ences and  families. 

DURATION:  10  minutes 


Application  Form 

Please  send  me  copies  of  the  video 

DEAFBLINDNESS  Meeting  the  Challenge 

each  (This  price  includes  p&p  and  VAT) 

I  enclose  a  cheque  for  the  total  amount  of  £ 

made  payable  to  Sense. 

Name 


1  £58.75 


Position 


Organisation 
Address 


Postcode 


Signature  

Sense  East,  The  Manor  House,  72  Church  Street, 
Market  Deeping,  Peterborough  PE6  SAL. 
Tel:  0778  344921  Fax:  0778  380826 


Sense 

The  National  Deafblind 
and  Rubella  Association 


REGIONAL  OFFICES 
AND  CENTRES 

Sense  Cymru:  Shand  House,  20 
Newport  Road,  Cardiff  CF2 
1YB.  Tel:  0222  457641. 
Development  Officer:  Graham 
Smith 

Sense  East:  The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Regional 
Director;  David  Ford 

Sense  Midlands:  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021-456  1564,  Fax: 
021-452  1656.  Regional  Director: 
John  Hatton 

Sense  South  West:  71-73  Queen 
Street,  Newton  Abbot,  Devon 
TQ12  2AU.  Tel:  0626  64079. 
Regional  Development  Officer: 
Peter  Holman 

Overbridge  Centre:  63  St 
Andrews  Drive,  Glasgow  G41 
5EY.  Tel:  041-423  2064.  Principal: 
Megan  Wilson 

Sense  Trading:  Unit  F5, 
Northfleet  Ind  Est,  Lower  Road, 
Northfleet,  Kent  DA11  9SN. 
Head  of  Trading:  Adrian  Barker 

Finance  Centre:  122  Westgate, 
Wakefield,  W.  Yorks  WF1 1XP. 

Head  of  Finance:  Derek  Pernak 


EDUCATIONAL  /  FAMILY 
SUPPORT 

The  Family  Centre:  86 

Cleveland  Road,  Ealing, 
London  W13  0HE.  Tel:  081-991 
0513.  Principal:  Lindy  Wyman 

The  Birmingham  Family 
Centre:  4  Church  Road, 
Edgbaston,  Birmingham  B15 
3TD.  Tel:  021-456  1564. 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre: 

15  Newark  Drive, 
Pollockshields,  Glasgow  G41 
4QB.  Tel:  041-424  3222.  Assistant 
Director:  Joyce  Wilson 

Sense  East  Educational 
Consultancy:  The  Manor 
House,  72  Church  Street, 
Market  Deeping,  Peterborough 
PE6  8AL.  Tel:  0778  344921. 
Contact:  Denise  Ford 

South  West:  Royal  West  of 
England  School  for  the  Deaf,  50 
Topsham  Road,  Exeter  EX2 
4NF.  Tel:  0392  72692.  Advisory 
Teacher:  Phillipa  Clark 

Woodside  Family  Centre: 

Woodside  Road,  Kingswood, 
Bristol  BS15  2DG.  Tel:  0272 
670008.  Centre  Manager:  Cathie 
Godfrey 

See  inside  front  cover  for  main 
office  addresses 


AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deaf-Blind,  40  Lower 
Drumcondra  Road,  Dublin  9, 
Ireland.  Tel:  0001  300562. 
Contact:  Ray  McLoughlin. 

BRANCH  CONTACTS 

Avon  Parents  Resource:  Derek 
and  Mandie  Lewis,  74 
Pendennis  Park,  Brislington, 
Bristol  BS4  4JN 

East  Anglia  Branch:  Elizabeth 
Royle,  The  Lanterns,  Church 
Lane,  Playford,  Ipswich,  Suffolk 
IP6  9DS.  Tel:  0473  622443 

East  Midlands  Branch:  Mrs 
Avril  Huke,  72  St  Mary's  Lane, 
Louth,  Lines  LN11  0DT. 

Kent  Branch:  Sue  Turner, 
Spring  Grove,  Goudhurst  Road, 
Marden,  Tonbridge,  Kent  TNI 2 
9NW. 

London  North  East  Branch: 

Christine  Taylor,  26  Albion 
Road,  Walthamstow,  London 
E17  3HZ.  Tel:  081-520  1736 

London  West  Branch:  Josie 
Connolly,  299  West  End  Road, 
South  Ruislip,  HA4  6QS.  Tel: 
081-841  2374 


Midlands  Branch:  Margaret 
Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU. 
Tel:  0203  616962 

Norfolk  Branch:  Anne  Fitz- 
Patrick,  38  Pelham  Road, 
Norwich,  Norfolk,  NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  Site  1, 
Aldergrange  Pk,  Manse  Rd, 
Newtownards,  Co.  Down,  N.I. 
Tel:  0247  822929 

North  West  Branch:  Margery 
Harrison,  6  Tidal  Lane, 
Padgate,  Warrington,  Cheshire 
WA1  3DT.  Tel:  0925  813520 

Nottingham  Branch:  Alison 
Armes,  The  Willows,  142  Main 
Rd,  Watnell,  Notts  NG16  1HA. 

Sense  Cymru  Branch:  Hazel 

Benjamin,  8  Forest  View,  Cimla, 

Neath,  West  Glamorgan  SA 1 1 

3RS. 

Tel:  0639  637115 

South  West  Branch:  Mary 
Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12 
1EV.  Tel:  0626  69278 

Yorkshire  Branch:  Pat  Machin, 
10  Mayfield  Avenue,  Bailiffe 

Bridge,  Brighouse,  W.  Yorks 
HD6  4EF.  Tel:  0484  718226 
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Weekend  Away 

23  -  25  September  1994 
Delegates  Application  Form 


Please  use  BLOCK  capitals 


Surname 

Forename 

Surname 

Forename 

Address 


Telephone  (da}') 

Children 

Name(s) 


Postcode 

(Eve)  _ 


Do  you  require  any  of  the  following? 

Sign  language  interpreter 

Loop  system 

Deafblind  manual  interpretation 

Wheelchair  access 

Braille  information 

Large  print  information 

Do  you  require  picking  up  from 
New  Street  Station,  Birmingham 


□  Yes 

J  No 

□  Yes 

□  No 

□  Yes 

□  No 

□  Yes 

□  No 

□  Yes 

□  No 

□  Yes 

□  No 

_l  Yes     LI  No 


Age. 
Age. 
Age. 


(XB  If  you  are  bringing  a  child  or  children,  you  will  automatically  be 
sent  a  Recreation/Play  Activities  Questionnaire) 

State  interest  or  status  (ie  parent,  professional,  staff  etc.) 


Name  of  organisation,  school,  authority  etc. 

Have  you  attended  a  Weekend  Away  before? 

□  Yes      □  No 

Do  you  wish  to  be  resident?  □  Yes      □  No 

If  yes,  please  tick  preferred  accommodation 

Single  room     _1        Twin  room     □ 

Family  room  (twin  room  with  extra  bed(s)  or  cot)     □ 

Please  tick  if  cot  required     Zl 

We  will  do  our  best  but  are  unable  to  guarantee  preferred  type 
of  accommodation. 

Priority  will  be  given  to  Family  members  with  children. 

Do  you  require  a  special  diet?  □  Yes      □  No 

if  yes,  please  give  details: 


Lifts  from  the  station  are  available  from  4  -  6.30pm  on  a  half  hourly 
basis. 

We  cannot  unfortunately,  pick  up  from  the  coach  station. 

Fees 

Please  write  the  number  of  people  attending  from  each  category  in  the 
box  provided 

Family   Members   (ie   2   parents   and   up   to   2 
children  under  14)  -  Residential  £80  per  family 


Individual  Parent /Family  Member /Beneficiary  of 
Sense  &  NDBL  -  Residential  £40  per  person 

Professional  -  Residential  £165  per  person 

Professional  -  Non-residential  £80  per  person  per  day 

Sense  staff  member  -  Residential  £80  per  person 

Sense  staff  member  -  Non-residential  £40  per  person 
per  day 


Non-residential  rates  include  registration,  coffee,  lunch  and 
afternoon  tea  only. 

A  £20  deposit  per  person  is  payable  with  the  return  of  this  form 
-  the  balance  to  be  paid  by  7  August  1994. 

A  limited  number  of  free  places  are  available.  Please  contact 
Martine  Coppens  on  071-272  7774  or  Qwerty  071-272  4880  for 
further  details. 

Unfortunately,  we  are  unable  to  refund  any  monies  for  cancel- 
lations after  9  September,  1994.  However,  substitutions  would 
be  acceptable. 


I  wish  to  attend  the  Sense  Weekend  Away  23-25  September,  1994  and  enclose  a  deposit  of  £20. 
(Please  make  all  cheques  payable  to  Sense). 


Signt-d 


Date 
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From  the  Editor 

You  can  hardly  watch 
a  news  bulletin  or  read 
a  newspaper  at  the 
moment  without  see- 
ing something  on  civil 
rights  for  disabled  peo- 
ple. Sense  has  played 
an  active  part  in  this 
campaign  and  you  can 
read  of  its  progress  in 
this  issue  of  Talking 
Sense. 

Since  the  last  edi- 
tion, Sense  has  seen  the 
opening  of  a  new  resi- 
dential, rehabilitation 
centre  in  Barnet,  North 
London.  We  would  like 
to  wish  Hilary 
Crowhurst,  Regional 
Director  South  East, 
her  staff  and  the  cen- 
tre's new  residents  the 
best  of  luck  as  they  set- 
tle in. 


Front  cover: 
Stephen  Bottoms  and 
Cathy  Barry  admire  the 
new  plaque,  with  Sense 
Midland's  new  name.  See 
story  page  4. 

Photographer: 
Hazel  Macmillan 
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Sense  Barnet 


NEWS 


After  two  years  planning,  and  spending  £3  million,  the  new 
residential  and  education  centre  in  Barnet  was  finally  handed 
over  to  Sense  on  April  18th. 


The  centre  had  many  visitors 
from  outside  and  inside  Sense. 
Staff  from  Sense  Midlands  and 
Head  Office  were  greatly  im- 
pressed with  the  style  of  the 
building,  and  the  facilities 
available.  These  facilities,  such 
as  the  swimming  pool  and 
craft  room,  will  also  be  used 
by  the  local  community,  once 
the  residents  are  settled. 

Over  a  frantic  two  day  pe- 
riod a  large  number  of  people 
from  other  organisations  vis- 
ited the  centre.  The  Mayor  of 
Barnet,  Victor  Lyon,  visited,  as 
did  large  donors  such  as  the 
Peabody  Trust  and  The 
Hayward  Foundation.  The  lo- 
cal press  andRadio4'sIn  Touch 


were  also  given  guided  tours. 

Sense  Barnet  was  designed 
by  architects  Penton,  Smart 
and  Grimwade  and  built  by 
North  Housing  Association 
and  Laings.  It  is  the  only  cen- 
tre to  provide  specialist  edu- 
cation and  residential  serv- 
ices for  deafblind  people  in 
the  South  East. 

The  real  work  of  the  centre 
began  on  Tuesday  3rd  May 
when  the  first  residents  from 
Leavesden  Hospital  moved 
in.  The  moving  in  process  is 
being  staggered  over  four 
weeks,  with  five  new  people 
moving  in  each  week.  Sense 
Barnet  will  accommodate  20 
people      in      all.      Hilary 


Crowhurst,  Director  of  Sense 
Barnet,  said,  "We  are  glad  that 
we  are  now  providing  a  real 
service.  Most  of  the  people 


who  have  moved  in  to  date 
are  settling  in  extremely  well 
-  in  fact  much  quicker  than  I 
expected." 


The  Mayor  and  Mayoress  of  Barnet  test  the  waters  at  the  Barnet 
Centre's  swimming  pool. 


Community  Care  -  one  year  on 


The  reforms  to  community  care  services  were  introduced  on 
April  1st  1993  -  April  Fools  Day  -  amidst  anxiety  and 
speculation.  The  reforms  were  heralded  as  the  most  strate- 
gic in  thirty  years  bringing  an  opportunity  to  impose  ration- 
ality and  discipline  to  a  social  care  system  which  had  previ- 
ously lacked  coherence. 


But  one  year  on,  all  is  not 
well.  Local  Authority  Social 
Services  Directors  talk  openly 
about  the  'poisoned  chalice' 
of  community  care.  Parents, 
carers  and  people  with  care 
needs  are  equipping  them- 
selves with  information  on 
legislation  and  court  rulings 
in  order  to  fight  and  campaign 
for  services.  And  in  a  recent 
House  of  Lords  debate  Health 
Minister  Baroness 

Cumberledge  admitted  that 
'teething  problems'  didn't 
begin  to  describe  the  reality 
of  Virginia  Bottomley's  vision 
of  community  care. 

Hype  has  a  lot  to  answer 
for.  Pre- April  1993  the  rhetoric 
accompanying  the  community 
care  reforms  was  of  a  'needs- 
led'  service,  of  community 


wide  assessment,  of  visions  of 
previously  uncaring  and  un- 
sociable neighbours  taking  a 
new  caring  interest  in  one  an- 
other, supporting  less  able 
members  of  their  community. 
Long  stay  hospitals  would 
close;  people  left  out  of  sight 
for  so  long  would  be  afforded 
dignity  and  supported  inde- 
pendence. We  would  truly  be  a 
caring  nation;  a  nation  at  ease 
with  itself. 

But  the  experience  of  many 
parents  and  carers,  people 
with  care  needs  in  Norwich 
and  Wiltshire,  Hastings  and 
Brent,  Leicester  and  Carlisle, 
is  that  community  care  is  less 
'needs  led'  but  rather  'finance 
permitting'.  Local  authorities' 
arguments  of  insufficient  re- 
sources to  meet  responsibili- 


ties are  commonly  accepted 
and  understood,  but  that's  not 
the  point.  The  Law  says  that  a 
local  authority  has  a  duty  to 
meet  the  care  needs  of  those 
assessed.  Indeed  in  a  prec- 
edent-making court  ruling 
last  year  a  High  Court  Judge 
ruled  that  local  authorities 
cannot  use  lack  of  resources 
as  an  excuse  not  to  provide 
community  care  services. 

It  appears  that  Commu- 
nity Care  Law  is  becoming  a 
victim  of  its  own  clarity.  So- 
cial Services  lawyers  and  bar- 
risters state  that  the  original 
NHS  and  Community  Care 
Act  was  badly  written  and 
has  provided  a  judicial 
goldmine  for  appeals  and  re- 
views. The  London  based 
Public  Law  Project  state  that 
they  know  of  a  number  of 
imminent  Judicial  Reviews  - 
cases  brought  before  the 
Court  to  review  a  local  au- 
thority's actions  on  decisions 
-  which,  if  successful,  will  re- 
sult in  beneficial  legal  rulings 


for  others  fighting  for  serv- 
ices. And  a  Social  Services 
myth  has  it  that  a  number  of 
local  authorities  are  intention- 
ally setting  themselves  up  for 
litigation  in  order  to  clarify 
the  law. 

Even  if  we  were  taken  in  by 
the  hype  surrounding  commu- 
nity care  and  our  expectations 
were  unrealistically  high  (the 
Association  of  Directors  of 
Social  Services  state  that  the 
number  of  assessments  carried 
out  in  the  last  year  exceeded 
their  expectation  ten  times)  no- 
one  could  really  have  expected 
plain  sailing.  But  for  all  its 
faults  the  concept  of  commu- 
nity care  is  to  be  supported. 
And  what  hasn't  changed  in 
the  last  year  are  basic  rights  - 
to  be  assessed  and  to  receive 
appropriate  services  to  meet 
our  needs. 

Bernard  Donaghue 
Campaigns  Officer 
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Princess  Royal  sees  work  of  GEST 
consortium  at  first  hand  ... 


On  Wednesday  27th  April  Her  Royal  Highness  The  Princess 
Royal  visited  Springfield  School  at  Leek  in  North  Stafford- 
shire to  see  at  first  hand  the  work  being  undertaken  with 
deafblind  children  in  the  GEST  Consortium  which  includes 
Staffordshire,  Shropshire  and  Hereford  &  Worcester. 


A  key  feature  of  the  ap- 
proach in  these  areas  has  been 
the  use  of  intervenors  to  pro- 
vide individual  support  to  the 
pupils  in  their  existing  envi- 
ronment (see  previous  issue 
for  a  full  description  of  this 
approach)  and  Princess  Anne 
was  able  to  meet  several 
deafblind  children,  their 
intervenors  and   parents. 


Whilst  at  the  school  she  saw  a 
range  of  activities  including 
individual  stimulation  in  the 
sensory  room,  a  body  aware- 
ness and  aromatherapy  ses- 
sion in  the  school  hall  and  a 
movement  session  in  the 
school's  beautiful  new  swim- 
ming pool. 

Ms    Lucy    Dixon,    Co- 
ordinator for  deafblind  peo- 


ple in  Staffordshire,  judged 
the  visit  a  complete  success 
and  commented  that  every- 
one had  been  particularly 
impressed  with  the  enthusi- 
astic interest  shown  by  Her 
Royal  Highness  and  the  level 
of  insight  she  showed  into  the 
needs  of  these  pupils.  At  the 
conclusion  of  her  visit  the 
Princess  was  thanked  by  Dr 
Malcolm  Garner,  Head  of 
Staffordshire's  Service  for  the 
Hearing  and  Visually  Im- 
paired, and  was  presented 
with  a  posy  by  Tamara 
McLeod,  a  pupil  with  dual- 


sensory  impairment  who  at- 
tends Blackfriars  Special 
School,  in  Newcastle  under 
Lyme,  Staffordshire. 

Dr  Garner  expressed  the 
hope  that  her  visit  will  have 
confirmed  the  effectiveness 
and  importance  of  the  inter- 
vention approach  and  that 
when  the  initial  funding  for 
the  project  comes  to  an  end, 
the  County  Councils  involved 
will  agree  to  maintain  an  on- 
going intervention  pro- 
gramme for  deafblind  pupils. 


...  and  renames  Sense  Midlands 


The  Princes-,  I'oyul  look'-,  on  while  a  far, I  v,  looked  up,  courtesy  of  Gardner  Merchant. 


The  Princess  Royal  visited 
Sense  Midlands  on  May 
3rd  to  rename  the  centre 
The  Princess  Royal  Centre. 
While  there  she  was  given 
a  tour  of  the  wide-ranging 
facilities.  She  spoke  to 
Mike  Phillips  from  the  Bir- 
mingham School  of  Canoe- 
ing and  watched  student 
Heath  Radcliffe  in  the 
swimming  pool. 

Princess  Anne  was  then 
shown  the  work  of  the 
Wishall  Riding  School 
which  Sense  Midlands  uses 
extensively.  Virginia 
Mallett,  Deputy  Director, 
led  the  Princess  Royal 
around  several  exhibitions 
displaying  the  students' 
work,  including  how 
Andrew  Wareham  con- 
quered Snowdon. 

At  the  end  of  the  visit 
Stephen  Bottoms  unveiled 
a  clear,  white  plaque  with 
the  new  name  boldly  dis- 
played. The  Princess  Royal 
then  attended  a  fundraising 
lunch  in  the  Birmingham 
Botanical  Gardens  in  aid  of 
Sense.  It  is  expected  to  raise 
over  £30,000. 
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Taking  Sense  to  the  year  2000 


NEWS 


The  various  regions  and  departments  in  are  reviewing  their 
targets  up  to  the  end  of  the  century  to  produce  a  plan  for  the 
next  4  years.  This  is  the  strategic  planning  procedure  and  is 
a  year  long  process  of  discussions  and  projections  amongst 
all  those  who  will  be  involved  with  Sense  in  the  future.  It  is 
integral  to  this  aim  that  we  receive  comments  from  all  who 
share  an  interest  in  the  work  of  Sense. 


We  would  be  grateful  to  re- 
ceive your  comments  on  its 
proposals  so  far.  It  has  been 
suggested  that  the  formal 
name  of  the  organisation,  the 
National  Deafblind  and  Ru- 
bella Association,  should  be 
replaced  by  the  single  name 
Sense.  A  tagline  would  also 
be  used,  such  as  Sense  -  A 
future  for  deafblind  people. 


This  is  still  in  the  ideas  stage, 
so  please  tell  us  your  views 
on  this! 

The  Mission  Statement  is 
also  undergoing  considerable 
review.  We  are  aiming  to  sim- 
plify the  terms  of  reference 
for  the  users  of  the  service 
and  update  the  description  of 
its  activities.  Please  get  in 
touch  if  you  have  any  sugges- 


Improving  services 
for  deafblind  people 

On  13th  April  1994,  almost  60  people  met  in  Leeds  for  a  one- 
day  seminar  entitled  'Improving  Services  for  Deafblind 
People'.  The  speakers  included:  Peter  Kay,  Disabilities  Man- 
ager for  Bradford  Social  Services  Dept;  Norman  Brown, 
Sense's  Specialist  Advisor  who  gave  an  overview  on 
deafblindness  and  also  talked  about  recent  research;  Tanu 
Patel,  who  is  the  Deafblind  Development  Officer  (also  for 
Bradford  SSD)  gave  a  talk  on  deafblindness  in  the  commu- 
nity and  Christine  Roche  who  spoke  about  Consortium 
working.  Christine  is  Co-ordinator  of  a  GEST  consortium. 

There  was  a  choice  of  four      very  positive  and  highlighted 


workshops  which  the  del- 
egates could  attend  -  these 
workshops  covered  various 
issues  -  Care  in  the  Commu- 
nity -  An  Innovative  Ap- 
proach; Housing  -  Develop- 
ing Community  Homes; 
Communication  Issues;  and 
Margaret  White,  the  Vice 
Chair  of  Sense,  facilitated  a 
workshop  entitled  'Parents  in 
Partnership'  to  discuss  the 
role  of  parents  and  profes- 
sionals. 

The  delegates  came  from 
all  over  the  north  of  England 
and  ranged  from  care  work- 
ers, teachers,  parents,  siblings, 
health  workers,  social  work- 
ers and  housing  officers. 

Evaluation  of  the  day  was 


a  number  of  areas  that  people 
would  like  more  information 
and  training  in,  including 
communication,  needs  of  eld- 
erly deafblind  people  and 
congenitally  deafblind  people 
amongst  others. 

We  hope  to  build  on  this 
success  by  addressing  some  of 
these  issues  in  another  seminar 
to  take  place  in  the  Autumn. 

The  seminar  was  organ- 
ised by  Pat  Machin  -  Chair  of 
Sense,  from  the  Yorkshire 
Branch  and  Roy  Lucas,  Train- 
ing Officer  at  Sense  Head  Of- 
fice in  London.  Pat  and  Roy 
would  like  to  thank  everyone 
who  helped  make  the  day 
such  a  success,  as  well  as  all 
the  speakers  and  delegates. 


tions  on  alterations  to  the 
Mission  Statement  or  if  you 
would  like  to  receive  a  copy 
of  the  proposed  changes. 

A  Users  Forum  will  be  held 
in  September  to  open  the  dis- 
cussion of  the  planning  proc- 
ess. This  will  be  a  day  long 
meeting  of  consultation  with 
service  users  and  advocates. 
The  Strategic  Planning  pro- 
cedure will  be  described  dur- 
ing this,  and  members  asked 
for  their  suggestions.  We  en- 
visage this  to  be  a  lively  and 
productive  day  and  hope  as 
many  people  as  possible  will 
want  to  participate  in  it. 


The  process  for  preparing 
the  next  plan  is  already 
underway.  All  comments  will 
be  examined  at  a  weekend 
meeting  in  July;  if  you  would 
like  to  air  your  opinions  on 
these  proposals,  raise  other 
issues  on  services,  or  contrib- 
ute to  the  Users  Forum,  please 
get  in  touch  as  soon  as  possi- 
ble. 

Further  details  on  how  to  con- 
tribute to  the  planning  process 
can  be  obtained  from  Anna 
Cartwright,  at  Sense  London,  on 
071-272  7774,  text  071-272 
9648. 


New  survey 
highlights  need  for 
immunisation 
information 


Sense  recently  teamed  up 
with  the  LRC  Products  Ltd, 
the  makers  of  Wright's  Va- 
poriser to  produce  a  survey 
into  immunisation  and  child 
health.  This  has  produced 
some  startling  results,  par- 
ticularly on  rubella. 

The  survey,  conducted 
amongst  1000  mothers  with 
children  of  pre-school  age, 
found  that  20%  of  respond- 
ents had  not  been  immunised 
against  rubella  before  becom- 
ing pregnant.  Of  these,  35% 
were  over  35  years  of  age. 

The  survey  also  revealed 


that  15%  of  mothers  believe 
that  only  girls  should  be  im- 
munised against  rubella,  al- 
though pregnant  women  are 
equally  at  risk  fromboys  with 
the  virus. 

It  was  also  shown  that  15% 
of  the  survey  claimed  to  have 
received  no  information  on 
immunisation  for  their  chil- 
dren, and  that  25%  did  not 
have  a  child  health  record 
book.  Positive  action  is 
needed  to  ensure  that  all  par- 
ents can  make  informed 
choices  about  immunisation 
for  their  children. 
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Annual  General  Meeting 

This  year's  Sense  AGM  will  be  taking  place 
during  the  Weekend  Away.  It  is  to  be  held 

at  the  University  of  Birmingham  on  Sunday 
25th  September.  As  usual,  full  details  will 

be  sent  to  all  registered  members  later  in  the 
summer. 

Nominations  for  Council 

There  are  16  elected  places  on  Sense's 
Governing  Council  of  which  15  are  cur- 
rently filled.  According  to  Sense's  Constitu- 
tion, one  third  of  the  members  of  the  exist- 
ing Council  must  retire  at  the  AGM  and 
there  will  therefore  be  6  vacancies  to  be 
filled  by  election. 

Nominations  are  therefore  sought.  Nomi- 
nees should  be  members  of  Sense  as  should 
those  nominating  and  seconding  them.  All 
nominations  must  be  accompanied  by  a 
declaration  from  the  nominee  that 
he/she  is  willing  to  stand. 

All  nominations  must  reach  me  by  noon  on 
Monday  8  August  1994. 

Resolutions 

Resolutions  for  consideration  at  the  AGM 

must  reach  me  by  noon  on  Tuesday  30 

August  1994. 

By  order  of  Council 

Rodney  Clark 

Secretary 


How  does  Sense  do  that? 


Did  you  spy  Sense's  Ealing 
family  Centre  on  BBC  TV's 
"How  Do  They  Do  That?"  in 
April?  1  he  centre's  work  was 
featured  in  a  report  on  how 
young  deafblind  children 
begin  to  make  sense  of  their 
world. 

four  children  and  young 

people  of  different  ages  and 

development  were 

filmed   for  the  programme, 

which  alv;  featured  an  inter- 


view with  Lindy  Wyman, 
Head  of  the  Family  Centre. 
Lindy  spoke  about  the  early 
development  of  deafblind 
children. 

Sen.se  has  had  a  very  posi- 
tive response  from  the  public 
as  a  result  of  the  film  and  the 
family  Centre  has  received  a 
number  of  telephone  enquir- 
ies from  families  of  deafblind 
children  who wereintroduced 
to  our  work  for  the  first  time. 
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Survey  results  show 
lack  of  services 


While  increasing  attention 
is  being  paid  to  the  situation 
of  people  with  learning  dis- 
abilities and  sensory  impair- 
ments, there  is  intense  de- 
bate over  how  to  define, 
identify  and  provide  appro- 
priate services  for  this  group 
of  people.  Chris  Hatton  and 
Eric  Emerson,  of  the  Hester 
Adrian  Research  Centre,  car- 
ried out  a  national  survey  of 
local  authorities  to  find  out 
how  people  with  learning  dis- 
abilities and  sensory  impair- 
ments were  identified,  what 
services  were  currently  being 
provided,  and  what  future 
services  were  planned. 

The  findings  show  that  the 
majority  of  local  authorities: 

•  lack  a  clear  definition  of 
this  service  user  group 

•  under-estimate  the  num- 
bers of  people  in  this  serv- 
ice user  group 

•  lack  effective  information- 
gathering  systems  of  gain- 
ing reliable  prevalence  es- 
timates 

•  report  few  specific  policies 
or  designated  officers 
aimed  at  this  service  user 
group 


•  report  little  investment  in 
specialised  services,  with 
the  voluntary  sector  pro- 
viding a  significant  pro- 
portion of  the  specialised 
services  reported 

•  report  a  move  towards 
greater  specialisation  in 
future  service  provision 

These  findings  reflect  a  gen- 
eral lack  of  clarity  within  lo- 
cal authorities  about  the 
most  appropriate  ways  of 
defining,  assessing  need  and 
planning,  purchasing  and 
providing  services  for  peo- 
ple with  learning  disabili- 
ties and  sensory  impair- 
ments. 

Copies  of  the  findings  (price 
£1 .50,  cheques  made  payable 
to  the  University  of  Man- 
chester) are  available  from: 


Chris  Hatton 

Hester  Adrian  Research 

Centre 

University  of  Manchester 

Oxford  Road 

Manchester  M13  9PL 

Tel:  061  275  3342 
Fax:  061  275  3333 


Christopher  Brock  Trust 

This  trust  provides  grants  up  to  a  maximum  of  £500  to  enable 
people  working  with  deafblind  children  or  adults  to  under- 
take training,  normally  overseas.  In  addition,  travel  grants 
up  to  a  maximum  of  £250  are  available  to  enable  recipients  to 
undertake  training  or  study  visits,  again  normally  overseas. 
Grants  may  only  be  given  to  persons  living  and  working  in 
the  United  Kingdom. 


Applications  are  now  sought 
for  grants  to  be  made  during 
the  period  1  April  1995  to  31 
March  1 996.  Application  isby 
letter  and  applicants  should 
give  details  of  their  work, 
educational  background  and 
the  purpose  of  the  grant.  In- 
formation on  the  amount  of 
money  required  should  also 


be  given.  Applications  should 
be  sent  to  the  Trust  Chair- 
man, Rodney  Clark,  c/o 
Sense,  11-13  Clifton  Terrace, 
London  N4  3SR. 

The  closing  date  is  30  Sep- 
tember 1994  and  applicants 
will  be  informed  after  the 
Trust's  meeting  in  Novem- 
ber. 
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Tuesday,  Monday,  Friday, 
Thursday,  Wednesday 


When  we  were  children  the  most  important  days  were  at  the 
weekend.  No  more  school,  but  more  time  with  Mum  and 
Dad,  brothers  and  sisters  -  fun  times.  We  feel  this  is  just  as 
important  for  the  dual  sensory  impaired  children  in  our  care, 
especially  those  without  a  formal  concept  of  time. 


Since  The  Drive  House 
opened  in  September  1990, 
various  forms  of  calendar 
have  been  used  to  assist  the 
children  in  their  development 
of  the  concept  of  time.  We 
have  found  that  the  children 
have  difficulty  in  understand- 
ing this  concept  as  we  are  a 
Monday  to  Friday,  term-time 
only  residential  unit. 

The  children's  families  are 
obviously  of  prime  impor- 
tance to  them  as  is  the  next 
time  they  are  going  to  see 
them.  This  makes  Friday  as 
important  to  them  as  "Friday" 
was  to  Robinson  Crusoe! 

As  we  have  already  men- 
tioned, over  the  past  four 
years,  we  have  used  various 
known  forms  of  calendar.  Ini- 
tially, we  used  "taculepillows" 
for  each  day  of  the  week,  plus 
visual  pictures  where  appro- 
priate. We  also  used  tactile 
calendars  -  one  day  cornflour, 
another  day  semolina,  sand- 
paper or  velvet. 

Rethink 

However,  in  1993,  the  arrival 
of  two  new  children  encour- 
aged us  to  re-think  our  ideas 
as  the  methods  for  develop- 
ing a  concept  of  time  were  not 
appropriate  for  these  chil- 
dren. As  one  of  the  children 
was  profoundly  deaf  and  to- 
tally blind,  the  other  severely 
visually  impaired  and  both 
with  communication  difficul- 
ties we  needed  to  find  a 
method  to  meet  both  their 
needs.  After  looking  into  what 
was  available  and  what  was 
needed  we  decided  upon  a 
fragrance  calendar. 


Because  we  had  only  a  lim- 
ited amount  of  time  available 
prior  to  the  children  leaving 
for  school,  we  decided  to  use 
the  fragrance  calendar  in  con- 
junction with  their  already 
established  morning  care  rou- 
tines. We  also  felt  it  was  im- 
portant that  the  days  should 
both  begin  and  finish  with  a 
particular  fragrance.  Like 
many  deafblind  children, 
both  were  tactile  defensive 
and  massage  already  played 
a  great  part  in  their  individual 
care  programmes,  we  decided 
to  incorporate  the  fragrance 
calendar  into  these  pro- 
grammes. 

Distinctive  fragrances 

Prior  to  beginning  the  calen- 
dar we  needed  to  get  some 
assurance  from  the  staff  group 
that  they  would  avoid  using 
the  fragrances  we  were  to 
choose.  We  also  needed  to 
find  a  supplier  who  was  un- 
likely to  remove  the  chosen 
fragrances  from  their  range. 
The  supplier's  range  of  fra- 
grances also  needed  to  be  par- 
ticularly distinctive.  After  vis- 
iting various  chain  stores  and 
health/beauty  shops,  we  de- 
cided that  not  only  did  The 
Body  Shop  offer  the  fra- 
grances we  needed,  but  also 
produced  a  much  wider  range 
of  products  in  the  same  fra- 
grance. Action  for  Kids,  a  Lon- 
don-based fundraising  char- 
ity approached  The  Body 
Shop  on  our  behalf  and  we 
were  invited  along  to  the 
Stratford,  East  London  branch 
to  discuss  our  needs,  which 
were  hair  and  body  sham- 


poos/soaps and  massage  oils. 
They  were  not  only  able  to 
supply  these  items  in  the  five 
distinctive  fragrances  we 
needed,  but  also  suggested 
the  use  of  perfume  oils,  all  of 
which  were  supplied  to  us 
free  of  charge.  After  much 
advice  from  The  Body  Shop 
staff  we  walked  away  with 
the  following  picture  in  our 
minds:  Monday  -  pepper- 
mint, Tuesday  -  strawberry, 
Wednesday  -  dewberry, 
Thursday  -  peach  and  Friday 
-  coconut.  The  only  difficulty 
this  caused  was  to  the  staff 
member  who  always  wore 
dewberry  perfume! 

Incorporating  the 
fragrance  calendar 

Each  morning  the  children  in- 
volved in  the  project  use  the 
specific  daily  fragrances  to 
bathe  in  and  to  wash  their  hair. 
Once  their  dressing  pro- 
gramme are  completed  they 
apply  the  perfumed  oils  to  their 
wrists  and  necks.  These  fra- 
grances usually  last  through- 
out the  day.  During  theevening 
massage  programmes  are  car- 
ried out  using  the  appropriate 
oils.  This  was  counter-produc- 
tive with  one  of  the  children 
involved,  who  had  previously 


displayed  inappropriate  physi- 
cal contact,  which  took  the  form 
of  pinching,  regardless  of 
whether  this  was  for  affection 
or  attention.  Initially,  the  child 
concerned  objected  to  the  hand 
and  foot  massage,  although  he 
will  now  attempt  to  massage  a 
staff  member  in  an  appropri- 
ate manner  rather  than  pinch- 
ing. To  conclude,  the  day  ends 
with  a  repetition  of  the  morn- 
ing programme. 

Although  the  success  of  the 
project  is  difficult  to  assess, 
the  children  concerned  have 
shown  excitement,  apprehen- 
sion and  affection  on  a  Friday 
morning.  In  our  opinion,  the 
fact  that  the  children  are  con- 
sistently portraying  these 
emotions  is  success  indeed. 

We  believe  this  shows  the 
importance  of  the  weekend, 
of  Mum  and  Dad,  of  brothers 
and  sisters,  and  the  fun  times 
we  all  enjoyed  in  our  youth. 

Glynis  Robinson  and 
John  Constable,  The  Drive 
House,  Walthamstow 
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This  is  the  first  part  of  a  new  column  that  spans  the  country  looking 
at  what  is  happening  in  the  branches.  This  issue  highlights  Sense 
Cymru,  The  Avon  Parents'  Resource  and  Sense  Kent. 


Sense  Cymru 


Chain  Anne  Cole 
Treasurer  Jean  Richards 
Secretary:  Hazel  Benjamin. 

The  Sense  Cymru  Branch 
(formerly  Sense  South 
Wales)  was  founded  in  1975 
by  a  group  of  parents  and 
their  supporters  in  the  Neath 
area.  They  have  a  committee 
of  eight  members,  and  are  in 
touch  with  43  families 
throughout  Wales. 

In  1992  they  changed  their 
name  to  Sense  Cymru  to  il- 
lustrate their  concern  for 
Wales'  national  identity. 

The  branch  still  meet  in 
Neath,  but  try  to  hold  regular 
meetings  around  other  parts 
of  South  Wales  so  families  get 
a  chance  to  meet  each  other. 

Branch  Secretary,  Hazel 
Benjamin,  says  that  thebranch 
still  acts  very  much  as  a  sup- 
port group,  but  also  tries  to 
establish  contacts  with  other 
voluntary  organisations  and 
liaise  with  the  local  authori- 
ties. They  produce  a  bi- 
monthly newsletter  with  de- 
tails of  branch  events  and 
fund  raising  updates. 

Recently  appointed  press 
officer,  Judy  Meek,  is  plan- 
ning a  press  campaign  in  the 
local  papers  to  highlight  the 
disturbing  rise  in  rubella  cases 
in  the  area.  They  have  also 
been  approached  by  "The 
Really  Helpful  Programme" 
(HTV's  consumer  affairs 
show)  who  want  to  feature 
Sense  Cymru's  work  in  their 
next    .     < 

The  branch  will  be  holding 
a  summer  get-together  on  July 
2nd  with  lunch,  the  <  hanc  e  of  a 
good  chat  hi  id  leisures*  tivities 

afterwards  anyoneinterested 

inattendingshouldcontaH 1  la 
zel  on  0639  637115.  Branch 
members  alvj  tab'  a  h-en  in 
terest  in  what  Sense  is  doing  as 
a  whole  and  recently  sent  rep 


resentatives  to  the  Usher  crea- 
tive arts  weekend  and  the 
branch  officers  weekend. 

Fund  raising  has  always 
played  a  major  part  in  the 
branch's  activities.  Most  of  the 
branch  efforts  are  centred 
around  their  holiday  caravan, 
which  is  used  to  provide  f  ami- 
lies  with  a  much  needed 
break,  but  they  also  try  to  pro- 
vide equipment  for  individual 
members  where  necessary 
such  as  minicoms,  specialised 
furniture  and  so  on. 

The  branch  are  currently 
having  discussions  with  the 
Gwalia  Housing  Society  who 
are  to  work  in  partnership 
with  Sense  and  West  Glamor- 
gan Social  Services  to  provide 
three  residential  units  for 
young  deafblind  people  in  the 
Neath  and  Swansea  areas. 
This  is  a  project  the  branch 
has  been  working  towards  for 
many  years,  so  they  are 
thrilled  that  it  finally  seems  to 
be  getting  off  the  ground. 


Sense  Avon  Parents' 
Resource 


Contact:  Derek  and  Mandie 
Lewis 

Sense  Avon  Parents'  Re- 
source was  set  up  in  the  mid- 
80's  and  has  gone  from 
strength  to  strength,  now  to- 
talling over  50  members. 

The  majority  of  the  branch 
members  are  parents  whose 
children  are  multi-sensory 
impaired.  They  meet  every 
Friday  at  the  Woodside  Fam- 
ily Centre  to  share  problems 
and  achievements  and  pro- 
vide mutual  support.  During 
term  time  the  local  education 
authority  provide  a  team  of 
specialists  in  multi-sensory 
impairment  who  run  a  creche 
for  pre-school  children  to 
leave  parents  free  to  relax  and 
chat  without  interruptions. 

The  Parents  Resource  pro- 
vides a  toy  library  where  par- 
ents can  borrow  specialist  toys 


and  stimulation  equipment 
most  suitable  for  their  child. 
There  is  also  a  collection  of 
books  and  videos  which  the 
group  are  looking  to  increase 
all  the  time.  They  produce  a 
weekly  newsletter  and  con- 
tribute to  the  Woodside  Cen- 
tre's newsletter  which  has  a 
wider  audience. 

Again  fund  raising  is  an 
important  area  for  them  -  toys 
constantly  need  replacing. 
The  Parents'  Resource  get 
their  funds  from  a  variety  of 
activities  including  raffles,  lot- 
teries and  donations  and  have 
some  very  active  and  much 
valued  fund  raisers. 

The  group  also  arrange 
training  sessions  and  speak- 
ers in  conjunction  with  the 
multi-sensory  impaired  team 
for  both  parents  and  profes- 
sionals, and  organise  outings 
and  social  events. 


Sense  Kent 

Chairman:    Sue    Turner, 
Treasurer:  Bob  Telford, 
Secretary:  Sue  Mayhew. 

Sense  Kent  havebeen  up  and 
running  for  about  six  years 
now.  They  have  an  active 
membership  of  10  people 
and  are  in  touch  with  60  fami- 
lies in  the  area. 

Thebranch  hold  an  open  com- 
mittee meeting  once  a  month 
and  a  monthly  social  meeting 
in  a  local  pub  where  mem- 
bers c  a  n  meet  for  gossip,  swap 
ideas  and  achievements  and 
share  their  problems.  They 
also  arrange  evenings  with 
speakers  on  pertinent  topics. 


Initially  the  branch  were 
working  towards  residential 
facilities  for  deafblind  young 
adults  -  their  house  in  Maid- 
stone finally  opened  in  March 
1993  after  three  year's  work. 
A  new  target  was  needed  so 
the  branch  are  now  liaising 
with  the  Kent  Association  for 
the  Blind  and  MCCH  (a  local 
non  profit  making  organisa- 
tion providing  special  needs 
housing)  to  set  up  a  leisure 
facility  comprising  of 
snoezelen  equipment,  sound 
beam,  massage,  aroma- 
therapy, soft  play  and  ball 
pool.  The  aim  is  to  have  two 
staff  members  and  site  it  next 


to  leisure  facilities  for  use  by 
the  general  public  -  they  are 
still  negotiating. 

Another  objective  for  this 
year  is  to  offer  a  presentation 
on  the  branch  to  local  schools, 
charities  and  the  health  and 
social  services  to  increase 
awareness. 

The  branch  has  one  claim 
to  fame  -  one  of  its  members, 
Ben,  appeared  on  the  Holiday 
Programme!  They  also  have 
Ray  and  Britt  Marriott,  whose 
son  Dean  is  now  32.  They  have 
been  Sense  members  for  26 
years  and  have  watched  its 
progression  to  the  national 
organisation  it  is  today. 
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IN  PARLIAMENT 


Civil  Rights  Bill 
moves  on 

Roger  Berry's  Civil  Rights 
(Disabled  Persons)  Bill  re- 
ceived its  second  reading  on 
11th  March  with  the  sup- 
port of  231  MPs  from  all 
parties  and  no  votes  against. 
This  level  of  support  was  due 
in  part  to  the  highly  success- 
ful lobby  held  two  days  be- 
fore the  vote,  and  to  the  thou- 
sands of  postcards  which 
MPs  received  asking  them 
to  attend  the  debate  and  vote 
for  the  Bill. 

Many  of  the  2,000  people 
who  lobbied  their  MPs  on 
the  9th  March  were  deaf,  and 
sign  language  interpreters 
and  lipspeakers  were  on 
hand  to  ensure  that  the  MPs 
got  the  message. 

Since  then  the  Bill  has 
passed  through  committee, 
where  it  has  received  a  de- 
tailed examination. 
Amendments  passed  to  the 
Bill  include  two  that  would 
improve  telecommunica- 
tions facilities  for  people 
with  a  hearing  impairment 
by  making  all  telephones 
compatible  with  hearing 
aids  and  requiring  all  com- 
panies that  run  a  telecom- 
munication system  to  make 
a  relay  service  -  like 
Typetalk  -  available.  An- 
other amendment  that  re- 
ceived the  support  of  the 
Minister  Nicholas  Scott 
would  ensure  communica- 
tion support  for  deaf  and 
deaf  blind  people  is  pro- 
vided in  legal  proceedings. 

Supporters  of  the  Bill  will 
now  be  pressing  the  govern- 
ment to  allocate  time  for  it  to 
proceed  through  its  remain- 
ing stages. 

Unfortunately  however, 
while  the  government  says 
that  it  supports  the  principles 
behind  the  bill  it  does  not  agree 
that  legislation  is  the  best  way 
to  proceed,  so  it  will  be  reluc- 
tant to  make  time  available. 

Sense  members  can  help 
to  persuade  the  government 


to  change  their  mind  by  writ- 
ing to  their  local  papers  and 
their  MPs  in  support  of  the 
Bill.  As  well  as  arguing  why 
you  believe  that  anti-discrimi- 
nation legislation  is  necessary, 
you  could  point  out  that  it 
now  has  the  support  of  the 
majority  of  MPs  and  there- 
fore it  would  not  be  very 
democratic  to  deny  it  a  third 
reading. 

Many  disability  organisations 
have  come  together  to  campaign 
in  support  of  this  Bill.  If  you  are 
interested inparticipating in  this 
campaign  or  lobbying  on  other 
issues  of  concern  to  Sense,  please 
contact  Bernard  Donaghue  at 
Sense  Head  Office. 


Police  and 
Magistrates  Bill 

An  amendment  to  the  Po- 
lice and  Magistrates  Bill 
will  ensure  that  magistrates 
courts  have  to  address  the 
needs  of  court  users  who 
are  disabled.  In  moving  the 
amendment  Lord  Ashley 
said  that  he  was  sure  that 
the  Lord  Chancellor  would 
use  his  powers  under  the  bill 
to  set  specific  quality  stand- 
ards, as  current  provision 
varied  between  good,  indif- 
ferent and  poor. 

Replying  to  the  debate  the 
Lord  Chancellor,  who  had 
recently  had  a  meeting  with 
Deaf  Accord  and  Lord 
Swinfen  to  discuss  the  amend- 
ment, responded  to  concerns 
that  had  been  raised  about 
the  provision  of  communica- 
tion support  pointing  out  that 
courts  had  full  discretion  to 
authorise  payment  for  inter- 
preters for  defendants  out  of 
central  funds. 

While  welcoming  Lord 
Ashley's  amendment,  Deaf 
Accord  has  written  to  the  Lord 
Chancellor  asking  that  he  con- 
sult with  them  and  other  dis- 
ability organisations  further 
before  drawing  up  regula- 
tions or  a  code  of  practice. 


Communication 
support  in  the 
workplace 

From  6th  June  deaf  and 
deafblind  people  at  work 
will  be  able  to  get  money  to 
pay  for  communication  and 
other  types  of  personal  sup- 
port through  the  new  gov- 
ernment Access  to  Work 
scheme.  Deaf  Accord  and 
other  disability  organisations 
have  welcomed  the  fact  that 
the  government  has  now 
agreed  to  fully  fund  this  rather 
that  requiring  employers  to 
pay  up  to  50%  of  the  costs  as 
they  had  originally  planned. 
The  scheme  also  covers  equip- 
ment such  as  minicoms,  am- 
plified phones  andBraillers. 
Deaf  Accord  and  repre- 
sentatives from  other  organi- 
sations are  meeting  Minister 
Lord  Henley  to  look  further  at 
how  the  scheme  will  be  ad- 
ministered and  monitored. 


Charity 
Commission 
guidance  on 
parliamentary 
activities 

The  organisation  which 
regulates  charities  has  de- 
cided that  they  will  no  longer 
be  able  to  provide  pro  forma 
material  for  their  members 
to  send  to  MPs.  This  means 
that  pre-printed  postcards, 
such  as  the  ones  used  to  en- 
courage MPs  to  vote  for  the 
Civil  Rights  Bill,  are  prohib- 
ited. Charities  will  also  no 
longer  be  able  to  print  lists 
showing  how  MPs  voted  on  a 
particular  issue. 

Many  organisations,  in- 
cluding Deaf  Accord,  will  be 
writing  to  the  Commission  to 
argue  that  both  these  activi- 


ties should  continue  to  be 
legitimate  methods  of  cam- 
paigning. 

Education  Bill 

A  government  amendment 
which  will  mean  that  the 
new  Teachers  Training 
Agency  will  include  a  per- 
son with  expertise  in  special 
needs  has  been  welcomed 
by  Deaf  Accord  and  other 
organisations  that  have  been 
lobbying  to  safeguard  the 
quality  of  training. 

These  organisations  are 
concerned  however  that  an 
opposition  amendment  that 
would  mean  that  all  initial 
teacher  training  courses  pro- 
vided by  schools  would  have 
to  be  done  in  partnership 
with  institutions  of  higher 
education  might  be  opposed 
by  the  government  when  the 
Bill  goes  to  the  Commons. 
Special  needs  experts  fear 
that  a  school  based  arrange- 
ment alone  could  threaten 
the  quality  of  training  and 
would  be  unlikely  to  be  suf- 
ficient to  ensure  that  teach- 
ers are  able  to  meet  the  re- 
quirements specified  in  the 
Code  of  Practice.  They  will 
lobby  to  try  to  ensure  that  at 
least  the  special  educational 
needs  aspects  of  the  initial 
teacher  training  course  con- 
tinue to  have  an  input  from 
higher  education  institu- 
tions. 

On  the  question  of  access 
for  disabled  students  to 
teacher  training  courses,  the 
Minister  Baroness  Blatch 
gave  assurances  that  this 
would  be  covered  in  guid- 
ance to  the  Teacher  Training 
Agency. 


Jane  Oberman 
Deaf  Accord 
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Corporates  enter  Commons 


On  March  24th  The  Rt  Hon 
Neil  Kinnock  MP  hosted  a 
major  corporate  event  for 
Sense  at  the  House  of  Com- 
mons. Forty  of  Sense's  most 
valued  corporate  supporters 
collected  in  a  beautiful  din- 
ing room  overlooking  the 
Thames  and  met  key  mem- 
bers of  Sense's  staff. 

Speaking  from  great  expe- 
rience both  Garry  Hawkes, 
Chief  Executive  of  Gardner 
Merchant  Ltd  and  Sir 
Raymond  Lygo,  Chairman  of 
Rutland  Trust,  TNT  Express 
(UK)  Ltd  and  TNT  Europe  Ltd 
endorsed  the  work  of  Sense 
and  particularly  of  Sense  as  a 
cause  worthy  of  their  corpo- 


rate support.  Our  host  and  key 
speaker,  Neil  Kinnock  made  a 
very  amusing  yet  extremely 
sincere  speech  commending 
Sense's  work. 

The  event  provided  a  great 
opportunity  to  thank  donors 
for  their  past  support  and  to 
encourage  them  to  renew  their 
generosity  in  future.  Feedback 
from  guests  has  left  us  in  no 
doubt  that  they,  too,  thor- 
oughly enjoyed  the  event  and 
welcomed  the  chance  to  put  a 
face  to  the  voices  who  gently 
badger  them  on  the  phone 
with  unfailing  regularity ! 
Alice  Wilson  Stephens 
Assistant  Director  of 
Fundraising 


The  Rt  Hon  Neil  Kinnock  MP  chats  to  Sense  ChiefExecutive  Rodney 
Clark  and  Sir  Raymond  Lygo 


Nationwide  focus  on  Sense  East 


On  Monday  11th  April,  Pe- 
ter Day  of  the  Nationwide 
Building  Society  presented 
Ann  Smith,  a  student  from 
Sense  Hast  with  a  cheque  for 
£1000. 

Two  dolls  houses,  dolls 
house  furniture,  a  beautiful 
garden  bench  and  table  were 
purchased  with  the  donation. 

The  houses,  known  as 
"teaching  hr/uses"  are  used  to 


develop  students'  language 
when  learning  Braille.  The 
houses  help  to  ensure  through 
demonstration  that  the  stu- 
dents understand  what  they 
are  readingorwritingin  Braille. 
The  money  was  raised 
through  local  branches  of  Na- 
tionwide Building  Society, 
holding  varied  and  interesting 
events,  including  'Guess  the 
weight  of  the  Manager's  Baby', 


Fashion  Shows,  a  talk  on  the 
making  of  the  BBC  series 
'Middlemarch'  in  Stamford 
and  Sponsored  Slims. 

Nationwide  employees  lo- 
cally are  now  raising  money 
forSense  East  Holidays  in  1994. 
They  hope  to  raise  £2,500 
which  will  be  matched  by 
Nationwide  to  bring  it  up  to 
£5,000,  much  to  the  delight  of 
everyone  at  Sense  East. 


On  the  left:  Mike  (Depu  ty  House 
Manager),  David  Ford  (Direc- 
tor Sense  East),  Kay  Bower  (Ad- 
ministrator), Peter  Day  (Area 
Manager,  Nationwide).  Bottom 
row:  Ann  Smith  (student),  Eve 
Darwen  (Deputy  Director). 


Shop  till  you 
drop 

Sense  opened  its  24th  shop 
in  England  on  Friday  8th 
April.  The  shop  located  in 
Hunstanton,  Norfolk  had  a 
fantastic  opening  day, 
achieving  sales  of  £1,690. 

The  Rainham,  Kent  shop 
opened  on  29th  April,  and  it 
is  anticipated  the  shop  will  be 
very  successful.  Later  this 
summer  another  shop  is 
scheduled  to  open  in 
Kettering. 

The  Shops  Development 
programme  continues  to  go 
from  strength  to  strength, 
with  the  net  return  to  Sense 
for  the  financial  year  93/94 
approaching  the  £400,000 
mark.  It  is  projected  that  by 
the  year  2000  Sense  will  have 
50  shops  trading  in  England 
producing  substantial  and 
much  needed  funds. 
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Assessing  for 
education 


Children's  abilities  and  their  educational 
assessment 


In  this  second  feature  on  the  work  of  the  North  East  Consortium 
GEST  29192  Project  (known  as  SINE,  Sensory  Impairment  North 
East),  Tracey  Stan  forth  and  David  Etheridge  outline  the 
consortium's  experience  of  educational  assessment. 


Educational  assessment  is  something  that  people 
involved  in  the  education  of  children  do  every 
minute  of  the  day.  To  enable  children  to  progress 
in  their  education  we,  as  professionals,  are  continually 
assessing  that  child's  educational  achievement  and 
modifying  their  educational  programmes  accordingly. 
Educational  assessment  in  the  context  of  this  article  is 


a  more  specialised  and  less  continuous  process;  involv- 
ing an  exploration  of  a  child's  abilities  and  potential  in 
order  to  inform,  rather  than  to  facilitate,  that  child's 
educational  programme.  It  therefore  supports  and  in- 
forms the  educational  process  providing  a  snapshot  of 
that  child's  abilities  at  intervals  determined  by  the  needs 
of  the  child. 
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/Assessment  should 
be  determined  by 
the  abilities  of  the 
child  as  far  as 
possible. 


When  the  North  East  GEST  29/92  consor- 
tium established  the  Regional  Advisory  and 
Assessment  Centre  in  September  1992,  one 
of  the  main  objectives  of  the  new  provision 
was  to  provide  a  regional  educational  as- 
sessment service  for  deafblind  children.  It  is 
important  to  note  from  the  outset  that  what 
we  provide  is  an  educational  assessment,  ie 
an  assessment  of  a  child's  abilities  in  relation 
to  their  educational  programme  and  devel- 
opment. Our  brief  is  to  provide  a  regional 
service  that  will  enrich  and  extend  the  serv- 
ices available  to  children  at  a  local  level  and 
to  be  supportive  of  other  professionals.  We 
therefore  see  ourselves  as  part  of  the  range 
of  services  that  are  available  within  an  au- 
thority to  provide  assessment  for  a  child. 
Hence  we  provide  a  very  flexible  service 
that  will  respond  to  what  is  felt,  by  the  five 
Local  Education  Authorities  in  our  consor- 
tium, to  be  the  best  additional  support  for  a 
child  at  the  time.  This  might  involve  work- 
ing with  the  pre-school  visual  impairment 
and  hearing  impairment  support  services  of 
an  LEA  to  provide  the  specialist  areas  of 
assessment  that  are  not  within  the  experi- 
ence and /or  (most  likely)  the  limited  re- 
sources that  can  be  made  available  locally. 
In  some  authorities  we  share  the  case- 
load with  designated  experienced,  but  hard- 
pressed  support  teachers  for  multi-sensory 
impaired  children.  In  other  authorities  we 
might  be  asked  to  provide  resources  and  a 
base  for  their  own  assessment.  Often  we  are 
asked  to  provide  a  discrete  and  specialised 
assessment  of  a  child's  educational  abilities 
at  the  Regional  Centre  and  /or  on  an  outreach 
basis  in  the  home,  in  nursery  provision  and  / 
or  at  school:  indeed,  a  good  educational 
assessment  would  include  work  in  the  home 
(where  the  child  is  most  at  ease);  in  the 
nursery /school  (where  the  child  is  in  a  fa- 
miliar social  environment)  and  in  the  Re- 
gional Centre  (where  assessment  of  specific 
areas  of  ability  might  be  undertaken  in  a 
specially  designed  environment) 

Prioritising  areas  of  ability 

Educational  assessment  in  relation  to 
deafblind  children  cannot  and  should  not  be 
determined  by  a  pre-set  formula.  There  are 
certain  areas  of  a  child's  ability  that  we 
would  make  priori  ties.  These  might  include: 

functional  hearing 

•  Functional  vision 

•  Communication 


•  Tactile  skills 

•  Play  skills 

•  Social  and  emotional  development 

•  Self  help  skills 

•  Motor  skills. 

However,  we  are  always  mindful  of  the  vast 
amount  of  work  that  is  being  undertaken 
with  a  child  by  other  services,  and  that  we 
are  only  part  of  that  work.  There  may  be 
certain  areas  that  have  already  been  covered 
by  the  work  of  other  professionals,  that  we 
can  share. 

Duration  and  location  of  the  assessment 
are  also  flexible.  The  reason  for  a  request  for 
educational  assessment  will  help  in  deter- 
mining what  will  be  assessed  and  how.  If  the 
assessment  is  intended  to  supplement  edu- 
cational advice  for  a  statement  of  special 
educational  need  there  are  clearly  time  lim- 
its involved.  However,  most  importantly, 
our  assessment  of  a  child's  educational  abili- 
ties is  determined  by  the  child.  In  one  case  it 
involved  an  intensive  forty-eight  hour  as- 
sessment in  the  home  to  supplement  work 
already  carried  out  in  the  child's  LEA;  bring- 
ing the  child  to  the  Regional  Centre  was  not 
only  geographically  challenging  but  would 
also  have  taken  that  child  out  of  a  comfort- 
able and  secure  environment  in  which  he 
felt  confident.  In  other  instances  continuous 
assessment  has  taken  place  in  the  child's 
school  over  a  period  of  three  months,  through 
weekly  visits  of  a  support  teacher  and  occa- 
sional visits  by  the  child  to  the  Centre.  We 
believe  strongly  that  the  educational  assess- 
ment we  provide  should  be,  and  is,  deter- 
mined by  the  abilities  of  the  child  as  far  as  is 
possible. 

The  Warnock  Report  identified  a  number 
of  requirements  for  'effective  assessment': 

•  That  parents  must  be  closely  involved 

It  should  aim  to  discover  how  a  child 
learns  and  responds  over  a  period,  and 
not  merely  how  they  perform  on  a  single 
occasion 

•  Assessment  must  include  the  investiga- 
tion of  any  aspect  of  a  child's  perform- 
ance that  is  causing  concern 

•  The  family  circumstances  as  a  whole  must 
be  taken  into  account 

•  It  should  be  multi-professional. 

We  would  like  to  add  to  these  principles  for 
effective  assessment: 
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-  it  should  be  undertaken  by  a  partnership 
of  specialists,  teachers,  advisors,  parents 
and  other  professionals;  and 

-  it  should  include  the  child  as  an  equal 
partner  in  her  /  his  educational  assessment 
and  that  assessment  should  be  determined 
by  the  wishes  and  views  of  that  child. 

Environment  is  important 

However,  educational  assessment  is  not 
going  to  work  unless  the  assessment  envi- 
ronment is  conducive  to  the  needs  of  the 
child  -  and  therefore  it  is  important  that  the 
assessor  should  get  to  know  the  child  and 
the  child's  environment  before  assessment 
takes  place.  The  first  stage  in  the  assessment 
process  can  be  split  into  two,  the  first  step 
being  to  observe  the  child  and  to  decide  the 
design  and  delivery  of  the  assessment  proc- 
ess. This  will  be  a  period  in  which: 

•  A  relationship  can  be  built  up  between 
the  assessor  or  assessors  and  the  child 

•  Some  of  the  factors  which  affect  motiva- 
tion and  reinforcement  in  learning  can  be 
investigated  through  observation  of  the 
child  in  a  familiar  environment  and  talk- 
ing and  working  with  parents,  teachers 
and  those  who  have  an  everyday  rela- 
tionship with  the  child 

•  The  most  effective  environmental  factors 
can  be  noted  so  that  a  relevant  and  appro- 
priate assessment  programme  can  be  de- 
signed and  delivered 

•  Information  can  be  gathered  from  dispa- 
rate sources  on  the  abilities  of  the  child. 
As  suggested  above,  our  assessment  will 
impinge  on  and  will  be  influenced  by 
other  assessments  that  will  have  com- 
menced in  advance  of  the  observation 
period  that  we  are  involved  in. 

Only  once  that  observational  period  is  com- 
plete will  we  know  whether  educational 
assessment  is  required,  what  is  to  be  as- 
sessed, what  additional  information  is 
needed  and  if  we  are  the  best  people  to 
undertake  that  assessment.  This  distinction 
between  observation  and  assessment  is  a 
false  one  in  many  ways  since  the  two  are 
normally  part  of  the  same  process  which 
overlap  and  often  continue  in  parallel.  How- 
ever, it  is  vital  if  we  are  to  effectively  and 
efficiently  assess  a  child's  abilities. 

The  second  stage,  that  of  the  educational 
assessment  itself,  is  not  as  problematical  as 
the  first  stage  and  will  be  determined  by  the 


factors  above.  We  will  now  have  a  good  idea 
of  what  assessment  strategy  is  needed  and 
will  be  most  effective  for  the  individual. 
However,  our  peculiar  situation  as  asses- 
sors external  to  the  normal  environment  and 
the  locality  of  the  child  creates  problems  for 
us  because  we  are  not  part  of  the  on-going 
support  services  normally  available.  It  means 
that  much  of  our  assessment  work  will  be 
very  intensive  and  on  an  outreach  basis. 
When  the  Centre  is  used  it  is  important  that 
we  provide  an  environment  which  will  ac- 
cord with  the  needs  of  the  child  and  provide 
the  people,  and  things,  which  will  permit 
the  child  to  become  a  full  partner  in  the  work 
that  is  done  with  them.  Again  the  needs  of 
the  child  and  the  factors  that  are  being  as- 
sessed will  determine  the  intensity  and  the 
management  of  the  assessment. 

The  last  stage,  that  of  advice,  is  in  many 
ways  the  most  straight-forward  in  that  the 
hard  work  of  designing  a  developmental 
programme  has  already  been  achieved  by 
the  assessment.  It  is  then  a  matter  of  writing 
this  up  in  a  form  that  corresponds  with  the 
sponsors'  intentions  in  requesting  assess- 
ment and  also  working  in  partnership  with 
those  who  are  likely  to  deliver  it.  If  we  are 
lucky  we  will  work  with  the  child,  the  par- 
ents and  the  teachers  at  least  in  the  initial 
stages  of  that  delivery. 

Assessing  Jamie 

Perhaps  the  best  way  to  illustrate  our  work 
is  to  look  at  a  recent  example.  Jamie  was  two 
years  and  six  months  when  we  received  a 
request  to  provide  educational  advice  which 
would  contribute  to  his  statement  of  special 
educational  need. 

Jamie  has  cerebral  palsy  and  a  known 
visual  impairment.  Early  observation  had 
lead  us  to  question  the  efficacy  of  his  func- 
tional hearing,  but  his  mother  had  different 
views  and  in  the  event  she  was  proved  right. 
He  had  a  limited  range  of  communication, 
such  as  smiles  and  laughs,  and  his  favourite 
activity  was  to  be  rocked  on  a  knee.  At  the 
time  he  was  visited  by  a  pre-school  and 
portage  teacher,  a  physiotherapist,  the  visual 
impairment  support  service  and  advised  by 
a  speech  therapist.  Medical  information  was 
also  available.  He  was  expecting  to  enter 
school  in  September  so  we  had  six  months  to 
work  with  him. 

Observation  of  Jamie  was  initially  under- 
taken in  his  home  and  involved  a  period  in 
which  he  and  Tracy  Stanforth,  one  of  the 
advisory  and  support  teachers  attached  to 


X 
I- 
Q. 
LU 

Q 


It  is  important  to 
provide  the  child 
with  an  acceptable 
environment 
which  meets  their 
needs. 
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the  project,  got  to  know  each  other.  The 
request  for  educational  advice  necessitated 
a  comprehensive  and  detailed  assessment 
in  a  limited  period  of  time,  therefore  work 
at  the  Regional  Centre  was  arranged.  This 
was  preceded  by  an  introductory  visit  for 
two  days  in  order  for  Jamie  to  settle  into  his 
new  surroundings.  Jamie  settled  in  well  in 
spite  of  being  driven  to  and  from  the  Cen- 
tre every  day  by  taxi.  He  was  also  sup- 
ported by  a  nursery  nurse  during  his  time 
at  the  Regional  Centre. 

The  assessment  was  intended  to  last  for 
three  days  each  week  for  six  weeks  during 


Jamie,  Tracey  and 
Margaret.  (One  of 
those  photographs 
which  we  hope  will  not 
prove  embarrassing  in 
later  life!) 


the  summer  term,  although  illness  extended 
this  by  a  further  two  weeks.  Jamie  was  ob- 
served in  structured  and  free-play  situa- 
tions using  equipment  and  resources  based 
at  the  Centre,  including  the  Light  Stimula- 
tion Room  and  Soundbeam .  Video  was  used 
to  help  to  record  the  sessions  and  provide 
more  leisurely  and  detailed  analysis  after 
the  event. 

Information  was  made  available  by  other 
professionals  involved  who  also  attended 
some  of  the  sessions.  Jamie's  mother  was  a 
regular  helper  and  was  invaluable  in  the 
process.  A  number  of  checklists  were  used 
to  provide  criteria  for  assessment  which  ex- 
amined the  use  of  functionaHiearing  and 
sight;  communication;  tactile  exploration; 
play  skills;  social  and  emotional  develop- 
ment; and  self  help  skills  such  as  feeding 
and  drinking. 


Jamie's  needs  and  preferences 

Jamie's  own  needs  and  preferences  were 
taken  into  account  in  a  number  of  ways.  It 
was  apparent  that  he  needed  a  period  of  rest 
mid-morning.  His  day  was  structured 
around  this,  and  was  of  great  benefit  since 
he  usually  woke  with  greater  energy,  alert- 
ness and  responsiveness.  The  timetable  also 
incorporated  activities  which  we  knew  Jamie 
enjoyed,  together  with  the  introduction  of  a 
few  new  activities  and  experiences.  If  he 
didn't  enjoy  an  activity  it  was  changed  to 
one  he  felt  happier  with.  Responses  were 
gained  to  meet  assessment  criteria  through 
pleasurable  experi- 
ences. 

The  resulting  edu- 
cational advice  con- 
tained the  recom- 
mendations and  sug- 
gestions for  activi- 
ties, criteria  for  de- 
velopment, re- 
sources, equipment 
and  teaching  strate- 
gies which  have 
aided  Jamie's  func- 
tioning and  develop- 
ment. The  report  did 
not  end  assessment 
and  involvement  for 
Jamie:  his  parents 
were  given  a  copy, 
together  with  the 
videos  we  had  made  to  record  his  develop- 
ment. These  illustrated  practical  ways  to 
encourage  and  develop  his  abilities.  His  par- 
ents also  used  loan  equipment  from  the  Re- 
gional Centre  to  work  with  him  at  home. 
On-going  educational  assessment  is  taking 
place  with  the  advice  and  support  of  the 
project  now  that  Jamie  is  settled  in  school 
and  an  intensive  period  of  support  was  made 
available  to  the  school  to  help  in  the  first 
weeks  of  transition  from  home.  Jamie  is 
progressing  well  and  is  able  to  use  his  func- 
tional sight  and  hearing  and  is  developing 
his  communication  and  cognitive  skills  in 
his  new  educational  placement. 

Educational  assessment  is  a  very  com- 
plex and  multi-faceted  process.  However,  if 
we  have  learnt  one  thing  that  is  the  basis  of 
assessment  undertaken  through  this  Re- 
gional Centre,  it  is  that  assessment  is  never 
an  isolated  process.  It  is  undertaken  within 
a  community  of  professionals  without  whom 
the  work  would  be  meaningless,  but  also  it 
must  be  founded  on  a  partnership  with  the 
parents  and,  most  importantly,  the  childB 
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Weekend  Away 

Provisional  Programme 


The  provisional  pro- 
gramme of  the  Sense  1994 
Weekend  Away  is  now 
completed. 

The  theme  of  this  year's 
event  is  the  aspects  of  Chal- 
lenges and  Achievements. 
To  interpret  this  theme  in 
its  widest  form  our  provi- 
sional programme  has 
been  compiled  to  reflect  a 
number  of  related  and  rep- 
resentative issues.  It  prom- 
ises to  be  a  highly  stimu- 
lating weekend  with 
plenty  of  variety  that  will 
appeal  to  everyone,  be  you 
a  parent  or  professional 
involved  and  interested  in 
deafblind  issues. 

Our  first  plenary  /main 
session  speaker  will  be  Eric 
Emerson  of  the  Hester 
Adrian  Research  Centre, 
University  of  Manchester, 
who  will  be  talking  on  As- 
pects of  Challenging  Be- 
haviour. Later  in  the  day 
there  will  be  "Question 
Time",  a  Panel  Session  en- 
titled "What  Rights  to  Serv- 
ices can  We  Expect?".  This 
session  will  be  chaired  by 
Paul  Ennals  from  the  RNIB. 
On  Sunday  morning 
Rodney  Clark,  Chief  Ex- 
ecutive, will  be  talking 
about  "The  Challenges 
Facing  Sense  in  the  next 
Millennium". 

This  year  we  will  be 
holding  fifty  workshops 
covering  numerous  topics, 


including  the  popular  Se- 
rious Fun  Sessions.  These 
will  feature  some  of  the 
following: 

Modifying  Behaviour, 
Early  Communication, 
Tactile  Stimulation 

The  New  Education 
Code  of  Practice,  The 
National  Curriculum  - 
a  Deafblind  Child's 
Entitlement, 
Campaigning  for 
Services 

Giving  Children  a 
Voice,  Integration: 
A  Policy  Observed, 
Genetics,  Employment 
services 

Massage  and  Foot 
Massage,  Aromatherapy 
and  Yoga 

Dance  Workshop  and 
Music  Therapy  Session 

Creative  Arts,  Sculpture 

Water  Confidence  -  you 
will  require  swimming 
kit  for  this  session 

The  programme  also  fea- 
tures a  number  of  sessions 
that  reflect  and  relate  to 
aspects  of  Usher  syn- 
drome. 

We  will  be  providing 
Leisure/Play  Club  Activi- 
ties for  all  children  and 
young  people  as  well  as  a 
baby-sitting  service  in  the 
evenings. 


The  evening  social 
events  have  been  selected 
to  provide  plenty  of  choice 
from  Barn  Dancing  to  sub- 
titled films.  We  willbe  wel- 
coming all  Newcomers  to 
the  Weekend  Away  at  a 
special  Pre- Welcome  gath- 
ering on  Friday  evening. 

Please  note  that  we  do 
have  a  limited  number  of 
places  and  it  is  advisable  to 
book  promptly  in  order  to 
avoid  disappointment.  This 
year  we  have  introduced  a 
special  family  rate,  and  a 
number  of  free  places  are 
available.  If  you  would  like 
a  free  family  place,  please 


do  not  hesitate  to  contact 
Martine  Coppens  for  fur- 
ther information. 

The  provisional  pro- 
gramme is  included  on  the 
centre  pages  of  this  issue 
with  an  application  form 
on  the  back  page.  Please 
note  that  the  programme 
is  subject  to  alteration  but 
the  final  edition  will  be 
available  at  the  Weekend 
Away. 

All  that  is  left  to  say  is 
that  I  look  forward  to  meet- 
ing you  on  23rd  September. 


Martine  Coppens 
Head  of  Administration 


The  Waite  family  at  the  last  Weekend  Away. 
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Weekend 
Away 

23rd-25th 

September 

1994 

Provisional 
Programme 


Saturday  24th 


8.00 -9.15am     Breakfast 


9.30am 


9.30am 


Leisure  Club  Activities 
Pickup 

General  Welcome  - 
Rodney  Clark  &  Jessica 
Hills 


9.45  -  1 1 .00am     Plenary 


Aspects  of  Challenging 
Behaviour 

Eric  Emerson 


1 0.00  -  4.00pm     Snoezelen 


11.00 -11.30am  Coffee 


1 1 .30  -  1 2.30pm  Workshop  Programme 

1  Modifying  Behaviour 

2  Tactile  Stimulation 

3  Early  Communication 

4  Methods  of  Ensuring  Quality 
Communication 

5  Choosing  and  Using  Developmental 
Equipment  with  Post-school  Deaf  blind 
People 

6  Who  Should  Act  as  Advocate 

7  Local  Authority  Services  For  Deafblind 
Adults 

8  Normalisation  and  Gentle  Teaching 

9  Awareness  of  Usher  in  the  Deaf 
Community  -  a  project  update 

10  Making  the  Best  Use  of  Your  Hearing  Aid 

1 1  The  New  Education  Code  of  Practice 

12  Resettlement  from  Long  Stay  Hospital  to 
Residential  Placement 

Large  Group  Session:  Choices,  Lifestyles  and 
the  Client  Centred  Philosophy 


Friday  23rd 


4.00pm  onward    Registration 

6.00pm  onward    Leisure  Club  Activities  Meeting 

6.30  -  8.00pm     Dinner 

8.30pm  Social  events 

•Parties:    A  Pre-welcome  for 
Newcomers 
A  Welcome  Cheese 
and  Wine  Party 
Usher  Syndrome 

•Bar 

•Feature  film  (subtitled) 

•Quiet  Room 

Babysitting  service  available  from  8.00pm  -  11.00pm 


Sunday  25th 


8.00 -9.15am     Breakfast 


9.00 -9.30am 


9.30am 


Interdenominational  signed 
Church  Service 

Leisure  Club  Activities 
Pick-up 


9.30 -10.30am     Annual  General  Meeting 


9.30 -10.30am 


Large  Group  Session 

Values  and  Ethics 


9.30  -  10.30am     Usher  Closed  Session 
10.00 -1.00pm     Snoezelen 
10.30  -  11.00am  Coffee 


ijkffim 


12.30  -  2.00pm  Lunch 


4.00  -  4.30pm    Tea 


2.00  -  3.00pm       Plenary 

4.30  -  5.45pm       Serious  Fun  Workshops 

What  Rights  to  Services  can  We 

Expect  - 

1 

Massage  and  Foot  Massage 

A  Question  and  Answer  Panel 

2 

Relaxation 

Chair:                    Paul  Ennals 

3 

Music  and  Music  Therapy 

Panel  Members:   Angela  Drane 

4 

Water  Confidence 

Colin  Low 

5 

Aromatherapy 

Roy  Taylor 

6 

Make  a  Toy 

Cris  Lewis 

7 

Yoga 

3.00  -  4.00pm       Workshop  Programme 

8 

Mime  &  Movement 

13  Soundbeam 

9 

Creative  Arts 

14  The  GEST  Programme  -An  Overview 

10 

Sculpture  -  Filling  Space 

1 5  The  Advocacy  Project 

11 

Dance 

16  Housing  Association  -  Assured  Tenancies 
and  Homes  for  Life 

17  Accessing  Care  in  the  Community 

18  The  National  Curriculum  -A  Deafblind 
Child's  Entitlement 

19  Accessing  Community  and  Sporting 
Activities  for  Deafblind  People 

20  Campaigning  for  Services 

21  Exploring  the  Environment  of  a  Deafblind 
Child 

22  Young  Usher  Group  -  Usher  Experiences 
in  the  Real  World 

23  Communication  within  Usher  Families 

24  Integration:  A  Policy  Observed 

25  Developing  Non-symbolic  Communication 

Large  Group  Session:  Structure  and  Support 
for  Independence  Training 


6.00pm 


Children  and  Young  Adults 
return  from  Leisure  Club 
Activities 


6.1 5 -6.45pm 

High  Tea/Young  Person's 
Dinner 

7.00  -  8.30pm 

Dinner 

Social  Events 

7.00pm 

Children's  Party 

8.00pm 

Treasure  Hunt  for  over  1 1's 

8.30pm 

Barn  Dance 

Feature  Film 

(subtitled) 

Bar 

Quiet  Room 

Babysitting  service  available 
from  8.00pm  -  1 1 .00pm 

1 1 .00  -  1 2.00  noon    Plenary 


The  Challenges  Facing 
Sense  Into  The  Next 
Millennium 

Rodney  Clark 


12.00  -  1.00pm  Workshop  Programme 

26  Lincolnshire  Resource  Centre 

27  Role  and  Work  of  Vocational  Training  at 
Werrington  Workshops 

28  Information  and  Sense  Scotland's  Network 

29  The  Lincolnshire  Intervenor  Scheme 

30  Guide  Help  Services 


31  Employment  Services 

32  Technical  Services  and  Equipment 

33  What  is  "Change" 

34  Genetics 

35  Giving  Children  a  Voice 

36  Gait  and  Balance  Measurement  in  People 
with  Usher  syndrome 

37  Services  Offered  by  NDBL 


1.00pm 


Leisure  Club  Activities 
drop  off 


1.00 -2.15pm     Lunch  &  close  of 
Weekend  Away 
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Swimming  for  multi- 
sensory  impaired 

people 

Ruth  Krivosic,  Swimming  Development  Officer,  Sense  Midlands. 

At  Sense  Midlands  we  are  proud  to  own  a  large  Hydro-therapy  pool. 
It  is  approximately  three  times  bigger  than  the  average  hydro- 
therapy pool  and  is  heated  to  a  temperature  of  96  degrees 
Fahrenheit.  It  is  equipped  with  underwater  music  and  lighting  which 
allows  us  to  create  the  ideal  environment  to  suit  the  individual.  The 
pool  offers  a  warm,  relaxed  and  nurturing,  yet  stimulating 
environment  to  develop  basic  fundamentals  of  movement. 


Contact/Observation 

The  initial  stages  of  teaching  aquatic  skills  to 
a  multi-sensory  impaired  student  are 
through  contact.  It  is  beneficial  to  teacher 
and  student  if  a  thorough  observation  of 
likes,  dislikes  and  level  of  functioning  are 
observed  and  recorded.  This  enables  the 
teacher  to  carefully  design  activities  which 
provide  a  structure,  taking  the  learner 
through  an  appropriate  sequence  so  the  stu- 
dent learns  through  experience. 

Close  contact  whilst  sitting  on 
pool  steps 

Touch  can  be  the  most  reassuring  method  of 
communication.  Often,  this  is  the  only  way 
that  students  can  make  sense  of  their  world. 

As  teachers,  we  need  to  develop  a  rela- 
tionship which  is  built  on  trust,  respect  and 
choice,  and  always  gives  the  student  the 
option  to  leave  the  pool.  However,  if  this 
happens,  try  to  offer  the  activity  in  a  differ- 
ent way,  e.g.  through  waterplay,  bubble- 
baths  or  Jacuzzi's.  Familiar  objects  and  fa- 
vourite smells  can  also  be  used  in  associa- 
tion with  their  time  in  the  pool,  giving  secu- 
rity and  information  relating  to  the  original 
activity. 

The  methods  used  when  working  with 
multi-sensory  impaired  people  share  some 
of  the  important  features  of  the  Halliwick 
method  of  teaching,  however  the  approach 


and  deliverance  comes  through  a  wide  range 
of  experience,  patience  and  knowledge  of 
your  student. 

Although  the  Halliwick  method  deals 
mainly  with  students  who  are  physically 
impaired,  I  have  devised  a  system  of  teach- 
ing that  caters  for  both  physically  and  men- 
tally, as  well  as  multi-sensory  impaired  stu- 
dents. This  programme  will  enable  the  stu- 
dent to  develop  trust,  confidence  and  total 
independence  in  the  pool. 

It  win  become  apparent  mat  "swimming" 
is  the  icing  on  the  cake.  By  using  a  warm  and 
relaxing  environment,  movement,  social, 
educational  and  therapeutic  values  can  be 
gained  from  an  aquatic  programme.  A  time 
may  come  when  you  have  to  decide  whether 
the  objective  is  swimming,  relaxation  or 
physiotherapy. 

It  is  equally  beneficial  for  a  student  to 
swim  about  the  entire  pool  whilst  wearing 
arm-bands.  It  allows  them  to  experience  the 
freedom,  a  sense  of  achievement  and  exer- 
cise, for  a  period  of  time  that  they  would  not 
tolerate  if  they  were  attempting  to  achieve 
the  same  objectives  with  manual  support  or 
assistance. 

The  Halliwick  method  rejects  the  use  of 
artificial  buoyancy  aids  (arm-  bands,  belts, 
rings  etc),  yet  I  have  found  aids  useful  as 
long  as  they  are  carefully  introduced  and 
reduced  as  necessary. 
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FEATURES 


The  aim  of  the  following  is  to  provide  some  key-points  for  parents,  carers  and  teachers 
to  consider  when  taking  multi-sensory  impaired  students  to  use  swimming  facilities. 

Methods  of  Support 

The  type  and  amount  of  support  required  for  each  person  to  swim  depends  on  their  ability, 
density,  body  posture  and  level  of  co-operation  and  understanding.  However,  it  is  for  the 
teacher,  parent  or  tutor  to  assess  and  deliver  the  correct  amount.  Sometimes  we  assess 
wrongly  but  it  is  important  to  remember  that  initially,  if  too  much  support  is  given  it  can 
always  be  reduced  without  damaging  the  relationship  or  level  of  trust  between  you  and  the 
student. 

Before  entering  the  water,  consider  safety  and  possible  methods  of  entry  and  exit  from 
the  water.  Depending  on  the  abilities  of  the  student,  don't  always  assume  that  it's  easier  to 
use  the  steps  or  ramps.  Consider  entering  from  the  poolside,  or  using  the  hoist  or  any  other 
specialised  equipment  at  your  disposal  if  it's  suitable. 


O 
m 


The  initial  stages  of  teaching  swimming 
are  through  CLOSE  CONTACT 


|T|  Security 

Positive 
Pleasurable 
Repeatable  experiences 


Consideration 
of  their  needs 

Emotional 

Physical 

Educational 

Physiotherapy 

Social 

Therapeutic 


Enjoyment 


Try  to  be  an  extension  of  your  student. 

Feel  the  tension  and  anxiety  subside. 

Share  their  space. 

Offer  security  (by  using  familiar  or  fa- 
vourite objects,  smells  or  aids  etc.). 

Work  at  their  pace. 

Allow  the  student  to  choose  the  format 
of  the  session. 


Trust 


Build  up  trust  through  confident  han- 
dling. 

Know  your  student's  limits  and  abili- 
ties. 

Offer  appropriate  levels  of  contact. 

Respect  the  need  for  individual  space. 

The  pool  area  can  be  a  safe  place  to 
release  anger  and  frustration  safely. 


RELAXATION 

slow  music 

flotation 

a  warm, 

nurturing 

environment 


STIMULATION 

fast  music 

active 
sessions 
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\T\  On  the  pool  steps 

Try  to  be  an  extension  of  your  student. 

Feel  them  gradually  relax  letting  the  anxiety 
and  tension  subside. 

Be  prepared  to  rock  and  sway  with  them. 

fie  guided  by  them. 

If  the  student  rejects  contact  with  you  or  the 
water,  offer  a  different  approach  ie  waterplay, 
shower,  whirlpool  etc. 


Initial  support 


When  you  are  supporting  a  student,  you 
should  keep  your  hands  straight  and 
unclasped.  This  enables  the  student  to  break 
free  without  any  restrictions,  and  also  allows 
you  to  reduce  support. 

If  you  are  supporting  from  behind,  then  take 
the  weights  of  the  student  on  your  forearms. 

If  you  are  supporting  from  the  front,  then 
maintain  eye  contact  on  their  level,  offer  your 
i  hands  flat  with  the  palms  facing  upward.  This 
I  enables  you  to  reduce  the  level  of  support 
|  without  having  to  alter  position.  Often  you 
I  can  reduce  support  without  the  student  know- 
ing. 


|T]  Reduced  support 


To  disengage  yourself  and  your  student,  cre- 
ate increasing  spaces  between  your  bodies 
whilst  maintaining  a  degree  of  support. 

Allow  the  water  to  do  most  of  the  supporting. 

By  increasing  or  reducing  the  level  of  support, 
the  student  will  experience  the  water  proper- 
ties (buoyancy  and  gravity). 

time-  for  your  student  to  react  to  your 
prompt. 

Ko<-  k  and  sway  with  (hem  and  allow  them  to 
adjust  to  their  own  body  weight  to  maintain 
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Boundaries 

The  pool  environment  can  be  adapted  to  suit  the  student's  needs.  Different  items  can  be 
placed  in  the  pool,  or  a  clutter-free  environment  can  be  used  to  encourage  students  who  can 
swim  to  move  around  the  entire  pool  without  fear  of  bumping  their  heads.  However,  you 
should  never  allow  any  equipment  to  drift  around  the  pool. 

The  perimeter  of  the  pool  and  space  within  it  need  to  be  explored  by  the  student  so  they 
can  understand  where  they  are  and  the  size  of  the  pool  they  are  in.  To  many  students,  the 
pool  appears  to  be  so  vast  that  it's  the  equivalent  of  us  swimming  the  ocean.  A  useful  tip  to 
bear  in  mind  when  moving  students  around  the  pool  and  into  different  depths,  is  to 
remember  to  place  their  hands /feet  against  the  wall/ steps  so  that  when  they  start  to  swim/ 
walk/move,  they  can  locate  where  they  are  in  relation  to  the  environment. 


z: 
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2~|  Floatation  aids 


Try  to  reduce  the  aids  the  students  use 
so  that  they  do  not  become  too  reliant 
on  them. 

If  teaching  them  to  regain  their  feet 
into  a  standing  position,  it  is  easier  to 
teach  the  student  without  the  use  of 
aids. 

Decide  on  your  aims /objectives  for 
the  student  before  you  consider  the 
use  of  aids.  Tip  -  they  are  very  useful  if  a 
student  needs  to  reduce  physical  and/or 
tactile  defensiveness. 


Pool  floor 


|T|  Trails 


Begin  and  end  the  session  with  trailing  around  the  perimeter 
of  the  pool.  This  helps  to  define  the  boundaries  and  span  of 
water. 

Trails  can  be  made  with  numerous  items  and  individually 
tailored  for  the  student,  eg  brightly  coloured  trails  (visual). 
Trails  related  to  topics  being  taught  elsewhere,  eg  big /small 
objects,  ringing  trails  (hearing),  sponges,  bottles  or  packets 
made  from  foil,  eg  linings  from  wine  boxes  (tactile).  Tip  - 
adding  velcro  to  foil  packets  makes  an  adding  and  subtracting  trail 
than  can  float. 

Trails  that  can  run  parallel  to  the  poolside,  and  as  confidence 
develops  move  the  trail  across  the  pool. 


Many  students  do  not  realise  that  the  pool  has  a  floor. 

Some  students  try  to  lie  in  the  water  as  if  they  were  about  to  take  a  bath. 

Activities  should  include  walking,  raising  their  feet  and  standing  upright. 

End  each  of  their  activities  by  standing  them  upright.  Give  this  movement  a  prompt 
that  indicates  to  the  student  that  this  is  about  to  happen. 


Talking  Sense  ■  Summer  1994  ■  21 


FEATURES 


^ 

Developing  water  confidence 

The  term  TVater  Confident'  means  to  feel  at  ease  in  the  water,  to  move  freely  both  on  and  beneath  the  surface.  A 
student  doesn't  need  to  possess  basic  propulsive  movement,  but  does  need  the  ability  to  control  his  or  her  limbs. 

This  is  a  large  topic  which  forms  part  of  any  new  aquatic  skill  being  taught.  Activities  include  basic  balance 
adjustment  through  to  progressive  steps  in  learning  how  to  sit  and  dive  into  the  water.  It  has  always  been  my 
intention  that  students  become  totally  confident  and  independent  in  the  pool.  Swimming  can  be  a  positive, 
pleasurable  and  physical  activity  which  should  leave  us  with  a  good  sense  of  well  being.  Many  of  the  skills  learned 
in  the  on-site  pool  are  transferable  to  off-site  facilities,  with  of  course  the  added  attraction  of  wave  machines,  water 
chutes  and  Jacuzzis. 

The  swirnming  programme  at  Sense  Midlands  forms  the  core  elements  needed  for  any  aquatic  activity  which 
can  then  lead  onto  canoeing,  water  ski-ing,  scuba  diving  and  so  on. 


PH  Face  wetting 

Pouring  water  over  back  of  head 
and  shoulders. 

Wiping  their  face  with  a  water 
filled  flannel  or  sponge. 

Placing  their  lips  into  the  water. 

Dipping  their  face  into  the  water. 


j_  Breath  control 

Usually  taught  by  mirroring. 

The  student  copies  your  sounds  and 
movements  and  so  on. 

By  placing  their  hands  above  and  be- 
low the  water,  the  teacher  can  gently 
blow  onto  the  student's  hands.  The  sen- 
sation should  provoke  a  similar  re- 
sponse. 

Make  blowing  noises  ie  blowing 
through  the  spout  of  a  tea-pot  or  by 
mixing  water  and  washing  up  with 
food  colouring,  blow  through  the  spout 
to  make  colourful  bubbles. 

Blow  objects  across  the  water  ie  col- 
oured corks,  balloons  and  so  on. 


3     Submersion 


Sitting  on  the  pool  steps  leading  to  the  pool 
floor. 

Retrieving  objects  off  the  pool  steps  and  /or 
pool  floor 


|T|  Gliding/rolling 

Pushing  off  the  pool  wall  and 
stretching  whilst  gliding. 

GHding  to  retrieve  objects. 

Gliding  to  make  shapes  in  the 
water,  ie  star,  pike  or  mush- 
room floats. 

Rolling  from  back  to  front  and 
vice  versa,  both  from  the  hori- 
zontal and  vertical  positions. 
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Sequences 


Making  shapes  and  forming  a 
sequence,  ie  mushroom  float,  star 
float,  pike  float. 
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Investing  in  the  future 

A  conference  on  developing  and  sustaining 
appropriate  provision  for  deafblind  children 

In  March  1994  Sense  held  a  major  national  conference  on  the  education  of 
deafblind  children.  It  was  organised  in  conjunction  with  the  University  of 
Birmingham  MSI  Teacher's  Network  and  held  at  Aston  University.  Two 
hundred  and  ten  delegates  attended,  including  professionals  in  preschool, 
and  further  education,  interveners,  psychologists  and  Education  Officers.  All 
welcomed  the  opportunity  to  share  expertise  and  to  reflect  on  achievements 
to  date. 

The  conference  was  generously  sponsored  by  The  Post  Office  as  part  of  their 
promotion  of  good  educational  practice. 


Delegates  were  wel- 
comed by  Jessica 
Hills,  Chair  of  Sense, 
who  summed  up  the  purpose 
of  the  GEST  initiative  in  Eng- 
land as  helping  to  change  edu- 
cational thinking  and  influ- 
ence practice  by  recognising 
the  different  needs  of  differ- 
ent groups  of  children  as  well 
as  the  needs  of  practitioners. 
(Previous  articles  in  Talking 
Sense  have  described  in  more 
detail  the  work  of  the  GEST 
initiative  in  deafblind  educa- 
tion). 

Tony  Best,  now  Head 
Teacher  at  RNIB  Condover 
Hall  School,  was  the  confer- 
ence key  speaker.  In  his  ad- 
dress to  the  conference, 
"Deafblind  education  -  develop- 
ing and  sustaining  appropriate 
provision",  Tony  chose  to  re- 
flect on  the  major  develop- 
ments of  the  past  40  years. 
Believing  that  practice  in  the 
education  of  deafblind  chil- 
dren in  the  UK  is  now  at  the 
peak  of  its  effectiveness,  he 
tracked  from  the  time  when 
Peggy  Freeman  and  Margaret 
Brock  came  together,  corre- 
sponded and  met  to  set  up  a 
'Rubella  group',  later  to  be- 
come Sense,  right  through  to 


the  present  day. 

With  typical  style,  and 
avoiding  any  potentially  po- 
litical stance,  Tony  began  by 
arguing  that  in  such  a  low 
incidence  field  local  manage- 
ment of  schools  does  not 
work.  This  theme  was  re- 
flected throughout  his  pres- 
entation. 

Tony  felt  that  the  lack  of  a 
definition  of  deafblindness 
has  led  to  great  confusion  and 
indicated  that  a  definition 
was  needed  in  order  to  pre- 
dict numbers  and  to  plan 
services.  He  thought  that  the 
'grey  areas'  of  autism,  mod- 
erate learning  difficulties, 
multiple  learning  difficulties 
etc.  now  make  it  essential  to 
identify  a  working  definition; 
one  that  is  functional  like  the 
Nordic  Council  definition  of 
a  few  years  ago.  Tony  dis- 
cussed some  aspects  of  the 
Nordic  group's  current  work 
in  this  area,  in  which  they 
identify  four  criteria  as  ele- 
ments in  a  new  definition: 
proximity,  exploration,  social 
interaction  and  social  commu- 
nication. The  assessment  of  a 
deafblind  child  could  then  fo- 
cus on  these  areas.  A  curricu- 
lum for  deafblind  children 


Sense 
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(Left  to  right)  Tony  Best,  Head  of  RNIB  Condover  Hall  School  and 
keynote  speaker,  Jessica  Hills,  Chair  of  Sense  and  Jim  Common, 
Community  Affairs  Manager  at  The  Post  Office. 


could  be  organised  around  the 
functional  equivalences,  in 
which  different  behaviours 
can  have  the  same  meanings 
and  different  functions  can 
depend  on  the  same  behav- 
iours. I  myself  felt  that  there 
were  problems  with  this  kind 
of  definition,  but  would  see  it 
as  opening  up  a  potentially 
important  debate. 

He  then  listed  the  achieve- 
ments of  the  last  40  years. 


Report  by: 
Stuart  Ait  ken, 
Principal  Officer 
Research  &  Practice, 
Sense  Scotland. 
Research  Fellow,  CALL 
Centre,  University  of 
Edinburgh. 
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Achievement  No.  1: 

Peggy  Freeman  and  Margaret  Brock  coming  to- 
gether, corresponding  and  forming  the  rubella 
group,  which  became  Sense. 

Fifteen  years  ago  the  Executive  group  of  Sense 
met.  There  were  no  financial  reserves  and  they 
asked  whether  Sense  would  continue.  Most  ar- 
gued for  a  bold  approach  nd  the  appointment  of 
an  Executive  Director.  Now  Sense  is  host  to  the 
world's  largest  group  of  services  in  this  area.  Fami- 
lies remain  central,  though  the  work  has  been 
extended  to  include  not  only  those  who  are 
deafblind,  but  others  with  multiple  difficulties. 

Tony  felt  strongly  that  simply  putting  these 
'disability  categories'  together  was  not  acceptable 
and  for  a  low  incidence  group  it  simply  will  not 
work.  In  talking  together  with  others  after  Tony's 
talk,  there  was  general  agreement  that  there  was  a 
need  to  draw  back  to  this  essentially  purist  posi- 
tion. Of  course  the  debate  on  what  is  meant  by 
'deafblindness'  has  been  revisited  many  times  over 
the  years.  Recently,  Paul  Ennals  focussed  on  this 
area  in  his  plenary  talk  at  the  Sense  Scotland 
conference  in  Dundee  in  1993.  It  is  interesting, 
though,  to  speculate  whether  similar  'purist  posi- 
tions' are  being  adopted  in  other  fields  -  and  even 
more  interesting  to  know  if  these  purist  positions 
have  anything  in  common.  I  think  they  do,  and 
that  each  has  much  to  learn  from  the  others,  but 
would  wholeheartedly  support  Tony  for  restating 
the  central  position  of  this  issue  to  the  debate. 


Achievement  No.  2: 

The  second  achievement  Tony  identified  came  in 
1 982  when  Sense  appointed  a  part-time  Education 
Officer.  Chris  Best  decided  that  a  major  problem 
lay  in  the  lack  of  precise  knowledge  about  the 
incidence  of  deafblind  children  within  the  educa- 
tion system  and  that  a  survey  was  required.  That 
survey  came  up  with  a  scientific  national  preva- 
lence figure  of  around  2,500  children  in  England 
and  Wales,  an  incidence  figure  of  0.018%.  This 
survey,  published  in  1983,  helped  establish  the 
field. 


Achievement  No.  3: 


Rodney  Clark,  Sense's  Chief  Executive  encour- 
aged the  Department  for  Education  and  Science  to 
produce  a  policy  document.  The  Department  for 
Education  and  Science  (DES)  agreed  to  carry  out  an 
investigation  of  need.  The  acceptance  of  the  need  for 
regional  services  led  directly  to  GEST  funding  - 
which  Tony  saw  as  the  most  dramatic  move  in  40 
years. 

While  welcoming  this  initiative,  Tony  expressed 
great  caution,  comparing  it  to  a  similar  pattern  in 
the  USA  in  the  1970s.  Within  a  few  months  of  the 
US  initiative,  two  people  left  the  Government  and 
all  services  in  the  areas  of  deafblindness  disap- 
peared. Tony  traced  it  to  a  decision  not  to  have  a 
specific  category  of  deafblindness.  There  was  an 
abdication  of  any  role  for  central  Government  and 
devolution  to  the  local  level.  He  saw  strong  paral- 
lels in  this  for  the  UK  and  expressed  his  concern. 


Achievement  No.  4: 

The  recognition  of  the  need  for  staff  training.  A 
teacher  tiaining  course  was  established  in  1989,  lead- 
ing to  the  emergence  of  specialist  staff  and  experi- 
enced teachers.  He  identified  three  dangers  accom- 
panying this  achievement. 

a)  The  level  of  training  -  giving  a  talk  does  not 
equate  with  real  skills  development.  Training  is 
required  that  results  in  skills  development. 

b)  Basic  awareness  raising  will  always  be  needed 
but  he  highlighted  the  need  for  a  range  of  courses 
including  introductory  courses,  in-depth 
courses  and  advanced  level  knowledge. 

c)  The  need  to  preserve  specialist  tiaining.  Generic 

training  in  visual  impairment  of  social  educa- 
tional needs  is  not  enough.  More  research  needs 
to  be  carried  out,  moving  away  from  isolated 
studies. 


Achievement  No.  5: 

In  1991,  networking  was  made  easier  through  the 
GEST  Initiative,  linking  together  in  a  formal  way 
Sense,  the  universities,  regional  and  national  net- 
works, and  international  contact  through  the  In- 
ternational Association  for  the  Education  of 
Deafblind  People  (IAEDB).  Staff  development  be- 
came better  organised. 
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Tony  finished  his  talk  with  a  short  video  of  the  USA  position 
being  discussed  in  an  interview  between  himself  and  Mike 
Collins,  his  'witness  for  the  defence'.  This  video  demon- 
strated, in  part  through  counter-example,  an  agenda  for  devel- 
oping and  sustaining  services  through: 

a)  national  advocacy,  infrastructure  and  issues-led  groups; 

b)  development  of  networking  wherein  people  can  be  chal- 
lenged by  colleagues  in  the  field  -  national,  regional  and 
international; 

c)  staff  development:  flow  of  new  staff  and  development  of 
leaders  to  supply  a  co-ordinated  package  of  staff  develop- 
ment opportunities  across  the  full  range; 

d)  research  to  help  identify  what  has  been  learned  and  how 
best  to  teach  it.  Major  funding  of  long-term  projects  is 
needed,  and  he  saw  this  not  as  a  luxury  but  as  an  essential; 

e)  and  finally,  he  argued  that  deafblindness  is  a  field  and  that 
its  practitioners  should  promote  specialism  within  special 
education. 


During  the  day  a  series  of  parallel  workshops  were 
run  on  a  huge  range  of  topics,  covering 

Interveners  -  access  to  the  environment  through  interven- 
tion and  training  Lucy  Dixon  &  Janet  Hughes 

CHARGE  Association,  looking  at  the  future  -  the  voice  of 
a  family  support  group  David  Brown 

Objects  of  reference  -  magic  talisman?  Marion  McLarty 

Usher  syndrome  -  identification  for  educational  success 

Mary  Guest 

Developing  an  object/toy  related  procedure  for  the 
assessment  of  cognitive/learning  ability  in  Multi-sensory- 
impaired  (MSI)  children  Joy  Wellan  &  Venetia  Al- 
Sabbagh 

The  development  theory  underlying  the  education  of 
deafblind  children  Norman  Brown 

Tactile  defensiveness  -  encouraging  the  use  of  touch 

Jenny  Fletcher 

Accessing  the  National  Curriculum  for  children  with 
profound  and  multiple  learning  difficulties  and  sensory 
loss  Pat  Lennard  &  Philippa  Clark 

Psychology  and  practice  at  the  Zagorsk  school 

Dennis  Bancroft  with  Dr  Susan  Gregory 

Curriculum  planning  for  the  transition  to  adult  life 

Marianne  White 

There  were  also  two  additional  presentations  on  themes 
central  to  the  future  of  deafblind  education. 

Support  services  for  deafblind  children  -  present  issues 
and  future  trends  Malcolm  Garner 

The  future  for  Special  Schools  Niels  Chapman 


I  attended  one  by  ]oy  Wellan 
and  Venetia  Al-Sabbagh  in 
which  they  described  their 
current  research  on  'Devel- 
oping Object/Toy  Related 
Procedure'.  Their  work  aims 


to  develop  an  object-related 
procedure  for  assessment  and 
curriculum  development. 
Their  material  is  designed  to 
form  part  of  an  assessment, 
and  is  not  intended  as  a  whole 


assessment.  They  hope  that 
by  using  these  techniques  it 
will  help  in  the  assessment  of 
not  only  what  has  been 
learned  but  also  the  child'  s 
rate  of  learning. 

The  materials  they  use  have 
been  selected  from  such  stand- 
ard norm-referenced  tests  as 
form-boards.  They  regard 
their  approach,  though,  not  as 
being  norm-referenced  but  as 
criterion-referenced,  covering 
the  conceptual  use  of  informa- 
tion through  the  senses  of  vi- 
sion, hearing,  touch  and  to 
some  extent  smell  and  taste. 
Those  attending  had  plenty  of 
opportunity  to  have  hands-on 
experience  of  the  materials 
they  will  use  in  assessment. 

National  Curriculum 

The  second  workshop  I  at- 
tended was  by  Pat  Lennard  and 
Philippa  Clark  who  described 
their  work  on  'Accessing  the 
National  Curriculum  for  Chil- 
dren with  profound  and  mul- 
tiple learning  difficulties 
(PMLD)  and  Sensory  Loss'. 
While  Scotland  has  been  in  the 
relatively  fortunate  position  of 
having  been  protected  from 
some  of  the  more  extreme  rav- 
ages of  the  National  Curricu- 
lum, I  took  great  interest  in 
this  presentation. 

Philippa  described  her 
work  in  the  Royal  School  for 
the  Deaf  in  Exeter  which  has 
150  pupils  including  eight  who 
are  deafblind  and  20  or  more 
who  are  multi-sensory-im- 
paired. In  common  with  many 
others  they  have  been  trying 
to  address  the  challenge  of 
meeting  the  National  Curricu- 
lum. Also  in  common  with 
many  others,  they  have  often 
wondered  what  relevance 
these  documents  have  for  the 
child  e.g.  on  science  and  tech- 
nology when  a  child  is  hardly 
able  to  move  or  communicate. 
Four  points  were  noted. 

1.  Set  against  this  is  that  in 
practice  local  education  au- 
thorities would  be  reluc- 
tant to  allow  the  National 
Curriculum  to  be  discon- 
tinued for  any  child,  as 
funding  can  be  withdrawn 
unless  schools  comply. 


2.  Tokenism  can  then  apply 
in  which  the  view  is  taken 
that  'we  are  doing  it  al- 
ready', but  serious  prob- 
lems arise  on  accountabil- 
ity, so  that  tokenism  can- 
not be  an  option  either. 

3.  A  third  option  is  to  intro- 
duce a  coding  system,  e.g. 
Devon  has  an  assessment 
centre  where  one  area  of 
their  work  is  dealing  with 
access  to  the  National  Cur- 
riculum. They  had  sug- 
gested using  statements  of 
attainment  with  provision 
for  an  additional  coding. 
Examples  of  coding  are  as 
follows: 

E  -  experienced  (that  is  a 
pupil  who  participated  in 
the  area) 

W  -  pupil  has  worked  on 
this  area  and  demonstrates 
understanding 

A  -  achieved  (that  is  a  pu- 
pil who  shows  consistent 
achievement) 

But  questions  remain  such 
as:  what  does  'experi- 
enced' mean?  Does  it  in- 
clude sitting  in  a  room 
while  others  follow  the 
National  Curriculum?  So 
the  question  must  be  asked 
whether  a  coding  system 
will  work. 

4.  A  fourth  option  is  to  write 
attainment  targets,  add- 
ing specific  mini-levels, 
steps  to  be  taken  in  each 
subject.  Several  have  done 
versions  of  this.  In  Scot- 
land too  this  seems  to  have 
become  accepted  as  the 
way  forward.  Philippa 
described  the  Hampshire 
model  which  uses  this  ap- 
proach. But  with  the  es- 
tablishment of  these  mini- 
levels  we  all  suffer  from 
the  same  problem  of  iden- 
tifying whether  this  child 
has  actually  understood 
the  underlying  concept. 

At  this  point  Pat  Lennard 
took  over  the  talk.  Pat  retired 
six  years  ago  and  has  spent  the 
intervening  period  studying 
waysof  using  the  National  Cur- 
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Investing  in  the  future  . . . 

riculum  framework.  At  the 
heart  of  the  discrepancy,  as  she 
saw  it,  is  the  issue  of  perform- 
ance levels  vs  age-related  ex- 
pectations incorporated  in  the 
National  Curriculum.  It  is  in 
this  area  where  mismatch  oc- 
curs. She  argued,  therefore,  that 
it  cannot  be  a  curriculum  for  all 
as  it  stands. 

Pat  considered  how  levels 
of  attainment  linked  to  PMLD 
could  be  developed  and  sug- 
gested two  main  approaches; 
one  is  to  start  from  the  Na- 
tional Curriculum  itself  and 
expand,  the  second  is  to  start 
from  the  cognitive  develop- 
ment of  PMLD  and  link  for- 
ward (the  first  was  subsumed 
in  Philippa's  presentation). 

The  advantages  of  the  lat- 
ter approach  are  that: 


terms,  hence  it  is  more  likely 
to  be  cross  curricular; 

although  it  can  be  related 
it  remains  independent  of 
the  National  Curriculum 
age-related  norms;  and 

when  defined  in  terms  of 
cognitive  development  it 
spans  a  gap,  whether  age 
or  stage  related. 


useful   starting   points 
emerge; 

these  can  be  related  to  each 
other  in  developmental 


Pat  described  a  'steps  to 
complexity'  rationale  and  saw 
key  factors  as  follows. 

A  small  group  of  practi- 
tioners had  met  over  the  past 
two  years  to  thrash  out  these 
ideas,  during  which  emerged 
the  steps  of  complexity  ra- 
tionale. This  included: 

•  identifying  the  learning 
process; 

•  linking  that  learning  proc 
ess  to  the  child's  behav- 
iour; 

•  relating  to  developmen- 


tal stages,  helping  differ- 
entiate PMLD  and  severe 
learning  difficulties 
(SLD)  in  terms  of  exist- 
ing National  Curriculum 
criteria;  and 

•  suggesting  what  might 
be  appropriate  in  relation 
to  the  National  Curricu- 
lum Key  Stages. 

Their  results  have  been  en- 
couraging. After  introducing 
this  approach  into  two  classes 
in  school,  both  the  teachers 
agreed  that  this  approach 
made  life  much  easier,  as  they 
were  using  the  same  docu- 
ments as  the  National  Cur- 
riculum. This  was  seen  as  a 
major  feature  as  parents  could 
see  their  children  follow  the 
same  procedures  and  curricu- 
lum as  their  brothers  and  sis- 
ters. 

They  saw  advantages  in: 

•  allowing  progress  to  be 
identified  and  recorded; 

•  allowing  for  differentiation 


between  children  instead 
of  'working  towards'; 

•  helping  to  record  idiosyn- 
cratic development; 

•  dating  records,  so  that  a 
child's  rate  of  learning  can 
be  inferred; 

•  the  format  being  accessi- 
ble so  it  is  possible  to  share 
with  parents  and  other 
professionals;  and 

•  that  it  requires  minimal 
teacher  time  in  recording, 
once  the  underlying  proc- 
ess model  is  understood. 

Eileen  Boothroyd,  Juliet 
Summerscale  and  others  in 
Sense  UK  should  be  warmly 
congratulated  on  having  run 
a  hugely  successful 
conference^ 

The  conference  proceedings 
will  be  published  later  in  the 
Summer  and  will  be  sent  to 
all  delegates  by  the  Educa- 
tion Team  at  Sense  Head 
Office  in  London. 


Opening  doors 
at  RNIB  Rushton 
Hall  School 


A  new  video  promoting  the 
exceptional  facilitiesatRNIB 
Rushton  Hall  School  has  just 
been  produced.  Opening 
doors  focuses  on  four  of  the 
children  who  attend 
Rushton,  a  school  which  ca- 
ters for  pupils  aged  5  to  12 
years  who  are  visually  im- 
paired with  additional  learn- 
ing difficulties. 

The  video  shows  how  the 
children  follow  individual 
education  programmes 
which  can  include  speech 
therapy,  mobility  training,  hy- 
drotherapy  and  physi- 
otherapy as  well  as  more  rec- 
reational activities  such  as 
swimming,  pony  riding  and 


country  dancing. 

As  well  as  speaking  to  par- 
ents, Opening  doors  also  fea- 
tures interviews  with  teach- 
ers and  care  staff.  As  most  of 
the  pupils  are  residential,  the 
video  stresses  the  importance 
the  school  places  on  creating 
a  comfortable  family  atmos- 
phere. 

Opening  doors  is  available 
free  on  loan  or  at  a  cost  of 
£5.00.  For  more  information 
or  to  obtain  a  copy  please  con- 
tact: 

Jane  Pickerden 

RNIB 

224  Great  Portland  Street 

Ijondon  W1N6AA. 

Tel:  077  388  7266 


0  Royal  National  Institute  for  the  Blind 

r^V^X  VISION  IN  EDUCATION  AND  LEISURE 

RNIB  AN  EXHIBITION  WITH  SEMINARS  AND 

challenging  blindness  DEMONSTRATIONS 

Tliursday  30th  June  10.30  -  5.00pm 

Queen  Elizabeth  Hall,  Oldham 

Admission  to  Exhibition  FREE 


SEMINAR  PROGRAMME 

11.00-  Code  of  Practice 

11.45      The  new  'Code  of  Practice'  will  be  implemented  in 
September  1994.  How  will  it  affect  your  child's 
education?  How  will  your  rights  and  the  rights  of 
your  child  change? 

Presented  by  Paul  Ennals,  RNIB,  Director  of 
Education,  Training  and  Employment. 

2.00  -     Discovering  Sport 

3.00        Sporting  opportunities  for  young  people  with  a 

visual  impairment.  There  will  also  be  an  opportu- 
nity to  discuss  children's  leisure  activities  with  a 
range  of  practitioners. 
Introduced  by  Dermot  Collins,  Sports  Council. 

Admission  to  each  seminar  costs  £2  per  person.  Please  book 
in  advance.  Payments  to  be  made  on  the  day. 

Further  information  about  exhibition  contact 
Julie  Robinson,  tel:  071  388  1266 
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SENSE  SCOTLAND 


Envisage 


Scottish  Committee  for  adults  who  have  a  significant 
sensory  impairment  combined  with  a  severe 

intellectual  disability 

In  Scotland  it  is  estimated  that  2  300  people  have  a  significant  visual  impair- 
ment and  a  severe  intellectual  disability  (1  in  8  learning  disabled  adults).  It  is 
also  estimated  that  1950  people  in  Scotland  have  a  significant  hearing 
impairment  and  a  severe  intellectual  disability  (1  in  9  learning  disabled 
adults).  A  further  estimate  is  that  800  people  in  Scotland  have  a  dual  sensory 
impairment  and  a  severe  intellectual  disability  (1  in  18  learning  disabled 
adults).  In  this  article  Ben  Spencer,  Development  Officer  with  Sense  Scotland, 
looks  at  some  of  the  issues  surrounding  services  for  these  groups. 


Early  in  1991,  a  number  of 
voluntary  organisations 
working  with  people  with  a 
sensory  impairment  and  /or 
an  intellectual  disability  re- 
sponded to  a  proposal  to  es- 
tablish a  committee  to  focus 
on  the  needs  of  profoundly 
multiply  disabled  adults  in 
Scotland.  This  led  to  the  offi- 
cial launch  of  Envisage  in  Sep- 
tember 1993. 

Envisage  exists  to  high- 
light the  particular  needs  of 
adults  who  have  a  significant 
sensory  impairment  com- 
bined with  a  severe  intellec- 
tual disability.  The  aim  is  to 
improve  access  to  a  quality  of 
life,  with  regard  to  the  needs 
of  the  individual,  equal  to  that 
aspired  to  by  other  members 
of  society.  Envisage  hope  to 
achieve  this  by  helping  to 
clarify  the  needs  of  this  group 
and  by  defining  an  appropri- 
ate range  and  form  of  serv- 
ices. 

It  became  clear  through 
much  of  the  early  work  of  the 
committee,  that  the  special 
and  complex  needs  of  this 
group  of  severely  disabled 
adults  are  not  always  being 
identified  in  the  context  of 
change  surrounding  the  in- 
troduction of  community 
care.  It  was  recognised  that 


an  essential  first  step  in  en- 
couraging agencies  to  de- 
velop resources  and  services 
for  this  group  of  people  was 
to  collect  some  baseline  data 
on  the  level  and  variety  of 
current  resource  allocation 
and  service  provision.  To  rec- 
tify this,  Envisage  instigated 
a  survey  of  all  regional  social 
work  departments  and 
health  boards  across  Scotland 
to  discover  what  plans  these 
agencies  have  for  this  vul- 
nerable group  of  people.  The 
findings  of  this  survey  were 
drawn  together  into  a  report 
entitled  "Sensory  impair- 
ment and  learning  disabil- 
ity: current  plans  and  poli- 
cies in  Scotland"  which  was 
published  to  coincide  with 
the  launch  of  Envisage. 

The  response  to  the  ques- 
tionnaire was  very  encour- 
aging, with  21  of  the  27  agen- 
cies responding,  and  in  gen- 
eral the  majority  of  respond- 
ents recognising  the  special 
needs  of  the  care  group. 
There  was  not,  however, 
much  evidence  provided  of 
a  commitment  and/or  abil- 
ity to  ensure  that  appropri- 
ate, good  quality  services  are 
being  developed.  Similarly 
the  report  concludes  that,  al- 
though most  of  the  statutory 


agencies  recognise  the  com- 
plex needs  of  this  care  group, 
there  appears  to  be  a  lack  of 
explicit  policies  and  planning 
to  meet  these  needs.  It  is  in- 
tended that  Envisage  has  a 
role  in  helping  to  develop  and 


implement  such  policies. 

The  Report  specifically  rec- 
ommends that  for  adults  with 
a  sensory  impairment  and/ 
or  an  intellectual  disability, 
the  following  arrangements 
should  be  made: 


planners  give  consideration  to  the  full  implications  of  a 
sensory  impairment  to  an  adult  with  a  learning  disability, 
both  to  its  impact  on  the  person's  abilities  and  on  the  nature 
of  services  provided; 

specific  plans  and  policies  are  drawn  up  with  respect  to 
developing  and /or  mobilising  resources  to  meet  a  general- 
ised need.  Relying  on  individual  assessments,  without 
specifying  how  these  can  contribute  to  policy  formation, 
will  lead  to  limited  or  no  development  of  specialised  re- 
sources; 

assessment  and  care  management  services  recognise  the 
need  to  draw  either  directly  or  indirectly  on  specialist 
services  to  ensure  that  people  are  appropriately  assessed; 

learning  disabled  adults'  sight  and  hearing  are  assessed  on 
a  regular  basis; 

Social  Work  Departments  and  Health  Boards  recognise 
that  purchasing  services  from  outside  their  organisation  is 
more  likely  to  lead  to  their  securing  appropriate  specialist 
services  for  this  care  group; 

assessment  and  service  provision  for  multiply  disabled 
adults  must  necessarily  draw  upon  the  expertise  of  a  range 
of  professionals:  hence  all  assessments  must  be 
multidisciplinary  in  nature; 

specific  policies  and  plans  are  drawn  up  to  address  peo- 
ple's needs  at  critical  stages  of  their  lives:  19+,  changing 
home  etc; 
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Envisage  cont ... 

•  policies  have  explicit  plans  with  respect  to  securing  and  /  or 
identifying  the  appropriate  resources  to  implement  them; 

•  community  care  plans  specifically  address  the  needs  of 
learning  disabled  adults  who  have  a  significant  sensory 
impairment. 

The  launch,  hosted  by  Lothian 
Region,  of  both  Envisage  and 
the  report  was  highly  success- 
ful with  many  policy  makers 
and  sen-ice  providers  in  at- 
tendance. The  report  itself 
highlighted  that  there  is  much 
work  still  to  be  done  in  meet- 
ing the  needs  of  this  group  of 
disabled  adults.  Envisage  is 
currently  planning  a  seminar, 
targeted  at  community  care 
planners,  to  highlight  these 
issues  and  to  help  ensure  that 
the  recommendations  of  the 
report  are  put  into  practice. 
The  committee  is  also  cur- 
rently striving  to  find  a  way 
to  include  the  people  it  aims 
to  represent  in  contributing 
to  its  work. 


Membership  of 
Envisage: 

Prof.  Chris  Cullen,  University 
of  St  Andrews;  Max  Nanjiani, 
Consultant  Ophthalmologist; 
Carers  National  Association; 
Disability  Scotland;  Enable; 
Royal  Blind  School,  Edin- 
burgh; RNIB  Scotland;  Scot- 
tish Association  of  the  Deaf; 
Scottish  Council  for  Spastics; 
Scottish  National  Federation 
for  the  Welfare  of  the  Blind; 
Sense  Scotland;  Visualise; 
White  Top  Foundation,  Dun- 
dee. 

Observers  to  the 
Committee: 

Association  of  Directors  of 
Social  Work;  Convention  of 
Scottish  Local  Authorities; 
Her  Majesty's  Inspectorate  of 
Schools;  Scottish  Office  Home 
and  Health  Department. 


Bighearted  heroes 


Over  the  weekend  of  22nd- 
24th  April  almost  100  people 
took  part  in  the  Bighearted 
Heroes  Charity  Challenge  at 
Dunans  Centre,  Aberfoyle. 
Sixteen  teams  of  five  people 
from  companies  such  as  B.P., 
Christian  Salvesen  and  The 
Scottish  Building  Society 
took  part  in  a  series  of  excit- 
ing events  which  tested  their 
mental  and  physical  agility. 
The  specially  designed 
course  not  only  saw  the  teams 
solving  a  variety  of  tests  and 
puzzles,  but  had  them  racing 
against  the  clock  on  moun- 
tain bikes,  canoes  and  feet! 

The  event  raised  £20,000 
for  the  nine  Scottish  Charities 
'•ntly  launched 
Bighearted  Scotland,  a  new 
concept  in  charity 

fundraising.  The  nine  ch-in- 
ti»-s  involved  are  Sense  Scot- 
land, hpilcpsy  Association  of 


Scotland,  Penumbra,  RNIB 
Scotland,  Scottish  Council  for 
Spastics  SSPCA,  The  Child  & 
Family  Trust,  The  Scottish 
Council  on  Alcohol  and  the 
Scottish  Society  for  Autistic 
Children.  This  is  the  first  time 
Scottish  Charities  have 
worked  together.  Being  able 
to  combine  their  resources 
makes  it  possible  to  hold 
events  and  raise  sums  of 
money  which  would  be  diffi- 
cult for  any  charity  working 
on  its  own. 

Bighearted  Heroes  is  the 
first  of  several  events  being 
organised  during  the  year  - 
others  include  a  Golf  Day  and 
Paintball  Day.  With  the  slo- 
gan "Scottish  Charities  Work- 
ing Together  -  Every  Penny 
Stays  in  Scotland",  F3ighcarted 
Scotland  has  already  had  an 
excellent  response  to  the  first 
Bighearted  1  leroes  events. 
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Sense  Scotland  health 
promotion  package 


Sense  Scotland  Health  Edu- 
cation and  Information 
Project,  funded  by  the  Scot- 
tish Office  Home  and  Health 
Department,  has  been  work- 
ing to  improve  the  identifica- 
tion of  the  health  needs  of  our 
client  group  and  to  develop  a 
community  partnership 
aimed  at  meeting  those  needs. 
This  aspect  of  work  be- 
came apparent  following  sev- 
eral enquiries  (and  subse- 
quent discussions)  concern- 
ing possible  late  manifesta- 
tions of  the  congenital  Rubella 
syndrome.  Though  there  are 
some  published  references  to 
the  ongoing  health  needs  of 
individuals  with  congenital 
rubella,  most  of  it  comes  from 
the  United  States.  There  is  no 
research  or  comprehensive 
data  collection  on  the  British 
congenital  Rubella  popula- 
tion. So,  we  have  begun  to 
change  this  by  developing  a 
Positive  Health  Promotion 
Package  for  clients  living  at 
Overbridge  (the  majority  of 
this  age  group  is  affected  by 
congenital  Rubella).  In  con- 
sultation with  our  GP,  we 
have  instigated  a  six  monthly 
review  of  the  range  of  health 


care  services  our  clients  might 
need,  from  chiropody  to 
blood  tests,  audiological  re- 
view to  dietary  advice. 

We  feel  that  by  actively 
considering  a  broad  range  of 
possible  needs  on  a  regular 
basis,  we  will  create  a  real 
awareness  of  client  health  pro- 
motion amongst  our  residen- 
tial staff.  Also,  our  GP  keeps 
one  appointment  per  week  for 
the  Overbridge  residents  to 
use  on  a  rotational  basis.  This 
appointment  is  not  to  be  taken 
by  an  ill  resident  who  should 
make  an  appointment  in  the 
regular  fashion.  Rather,  it  is 
an  opportunity  for  the  GP  to 
get  to  know  each  client  and 
how  they  are  when  they  are 
well,  what  communication 
they  use  and  what  their  inter- 
ests are.  This  basic  knowledge 
will  enable  him  to  respond  to 
them  on  an  individual  basis. 
Also,  it  will  help  residents  to 
view  visiting  the  doctor  as  a 
non  threatening  experience. 

This  Health  Promotion 
Package  has  just  recently  been 
formalised  into  written  guide- 
lines. We  would  be  interested 
to  hear  of  similar  work  going 
on  in  other  Sense  centres. 


Looking  forward  to  the 
future 


Top  Row  Left 
to  Right:  Mary 
McCormick, 
Lesley  Nirnmo, 
Alison  Hendry, 
Lezvis  Scott  and 
Craig 
Armstrong  from 
Overbridge . 
Bottom  Roiv: 
Pupils  from 
Pollockshields 
Primary  School. 


Pollokshields,  Glasgow. 

One  of  the  flats  will  be 
leased  by  Sense  Scotland,  with 
five  deafblind  young  adults 
moving  in  later  in  the  year. 


On  15th  April,  a  time  cap- 
sule was  buried  at  38 
Melville  Street  to  mark  the 
construction  of  a  new  hous- 
ing      development       in 
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Claiming  the  Disability  Living 
Allowance  if  you  have  Usher  syndrome 


USHER  SYNDROME 


The  Disability  Living  Allowance  (DLA)  has  two  parts,  or 
components  -  the  care  component  and  the  mobility  compo- 
nent. You  may  claim  either  or  both  of  these  components.  The 
mobility  component  is  roughly  equivalent  to  the  old  Mobil- 
ity Allowance.  Two  rates  of  this  component  are  payable, 
according  to  need.  The  care  component  is  rather  like  the  old 
Attendance  Allowance.  Three  rates  are  payable,  depending 
on  how  much  care  is  needed  and  whether  it  is  needed  during 
the  day,  at  night  or  round  the  clock. 
If  you  are  registered  as  blind      loss,  varying  from  partial  to 


or  partially  sighted,  you 
should  be  eligible  for  at  least 
the  lower  rate  of  the  mobility 
component  as  a  matter  of 
course.  However,  some  peo- 
ple with  Usher  have  been  told 
that  they  cannot  claim  any  part 
of  the  care  component  at  all. 
This  is  despite  the  fact  that 
Action  for  Blind  People's  Wel- 
fare Rights  Service  trunks  that 
most  registered  blind  and  par- 
tially sighted  people  should 
qualify  for  both  the  lower  rate 
of  the  mobility  and  at  least  the 
lowest  care  components  of  the 
DLA  even  if  they  have  no  hear- 
ing loss  or  any  other  physical 
problem  or  handicap. 

People  with  Usher  syn- 
drome always  have  a  hearing 


profound.  It  is  always,  there- 
fore, worth  applying  for  the 
care  component  of  the  DLA  if 
you  have  Usher. 

Here  are  some  tips  which 
may  come  in  handy  if  you  wish 
to  claim  the  care  component 
for  the  first  time  or  if  you  wish 
to  appeal  against  the  DLA 
Adjudication  Office's  decision, 
following  a  previous  applica- 
tion, not  to  award  you  a  care 
component  of  the  DLA. 

It  is  important  to  explain 
not  only  what  Usher  syn- 
drome is  but  how  it  affects 
you.  For  example: 

1  Night  blindness,  not  only 
at  night  but  also  in  poor  light. 
This  will  cause  communica- 
tion problems.  Hands-on 


A  tribute 

We  were  very  sorry  to  hear 
about  the  sudden  death  last 
October  of  Jane  Crampton. 

Jane  was  a  young  deafblind 
woman  who  lived  independ- 
ently and  happily  in  her  own 
flat  in  Peterborough,  where 
she  worked  as  a  telephonist 
and  Braille  transcriber  for  the 
National  Deafblind  League. 
Jane  was  one  of  the  very 
few  people  in  the  UK  born 
with  Alstroms  syndrome 
which  caused  retinitis 
pigmentosa,  partial  hearing 
loss  and  a  kidney  condition.  In 
spite  of  her  sensory  losses  and 
kidney  infections  which  could 
flare  up  suddenly  Jane  led  a 
very  active  and  interesting  life. 
She  had  a  Guide  Dog,  Clover, 
which  enabled  her  to  get  out; 
she  loved  swimming  and 
gained  a  certificate  for  a  two 


miles  swim,  made  pottery  and 
had  recently,  with  her  mother 
Margaret,  developed  an  inter- 
est in  gardening. 

Jane  had  a  get  up  and  go 
spirit  and  was  an  inspiration 
for  all  deafblind  people  in  that 
she  enjoyed  life  fully. 

Ted  and  Margaret,  Jane's 
parents  supported  Jane 
throughout  her  32  years  and 
are  proud  of  the  independ- 
ence and  quality  of  life  she 
obtained  for  herself. 

The  family  were  early 
members  of  the  British 
Retinitis  Pigmentosa  Society 
and  have  raised  several  thou- 
sand pounds  for  medical  re- 
search through  their  organ 
recitals  in  Spalding. 

Our  sympathy  and  affec- 
tion  go   out   to   Ted    and 
Margaret  as  they  learn  to  live 
without  Jane. 
Mary  Guest  -  March  1994 


signing  or  deafblind  manual 
communication  may  be 
needed.  The  Usher  person 
will  also  need  someone 
around  to  alert  them  to  dan- 
ger, or  a  caller  at  the  door,  or 
the  children  crying  and  so  on. 
Give  your  own  examples. 

2  Difficulty  in  adjusting  to 
changes  in  lighting  levels,  e.g. 
when  first  putting  the  house 
lights  on  or  when  going  into  a 
room  with  a  lower  lighting 
level,  the  Usher  person  will 
be  functionally  blind,  maybe 
for  several  minutes. 

3  Loss  of  peripheral  vision, 
even  in  good  light.  Give  some 
instances  as  to  how  this  af- 
fects you,  e.g.  bumping  into 
furniture,  tripping  over  ob- 
jects left  on  the  floor,  knock- 
ing off  crockery  from  a  table 
on  to  the  floor  and  so  on.  Use 
examples  that  have  actually 
happened  to  you  if  you  can. 

4  If  you  are  profoundly 
deaf,  make  the  point  that  you 
will  need  an  interpreter  to 
receive  communication.  If 
appropriate  for  you,  comment 


that  your  speech  is  not  clearly 
understood  by  most  people, 
or  that  you  have  no  speech. 

5  You  will  be  prone  to  acci- 
dents because  of  your  limited 
vision.  You  therefore  need  an 
escort,  particularly  when  you 
go  out. 

6  The  prognosis:  RP  is  a 
deteriorating  condition. 

When  you  apply  for  the  DLA 
or  similar  allowances,  you 
have  to  emphasise  what  you 
cannot  do.  This  is  unfortu- 
nate but  necessary.  The  only 
way  that  the  DLA  Adjudica- 
tor can  get  a  picture  of  your 
Usher  is  to  hear  from  you 
about  your  needs  and  how 
Usher  affects  your  life. 

The  good  news  is  that  we 
do  know  of  a  very  recent  case 
where  someone  who  had  been 
turned  down  for  the  care  com- 
ponent of  the  DLA,  was  suc- 
cessful on  appealing  and  will 
now  receive  the  middle  rate 
of  the  care  component  for  life. 

The  moral  of  this 
tale.... 

If  your  request  for  the  DLA  care 
componen  tistu  rned  down,  don't 
despair  but  put  in  for  an  appeal. 
You  stand  a  good  chance  of  suc- 
cess. 


Finnish  Holiday 

Is  there  any  deafblind  person,  and 
their  interpreter  who  would  like  a 
holiday  in  Finland  at  deafblind  sum- 
mer camp,  from  11th  -  17th  July? 

The  summer  camp  is  in  east  Finland 
at  Kuopo,  near  a  lake.  The  accommo- 
dation is  free  for  both  people,  al- 
though they  will  have  to  pay  travel 
expenses. 

If  you  are  interested,  please  contact: 

Troyano  Sena,  Nakskovinkatu  8  AS 

9,  78200,  Varkaus,  Finland. 

Textel:  Finland  972  24206. 
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LETTERS 


Sex  matters 


We  received  two  letters  about 
the  article  on  sexuality  in  the 
last  edition  of  Talking  Sense. 
They  are  printed  below, 
together  with  a  short  response 
from  the  author  of  the  article, 
Billy  McKenna. 


Billy  McKenna  responds: 

J  understand,  and  I  think  the 
article  stressed,  what  a  diffi- 
cult subject  this  is  for  par- 
ents and  carers  alike.  No- 
one  would  underestimate  the 
degree  of  this  difficulty  for 
all  concerned. 

Far  from  being  a  personal 
view  expressed  in  Talking 
Sense  Spring  1994,  the  in- 
formation in  this  article  was 
obtained  from  in-depth  in- 
tervieivs  with  professionals 
of  many  years'  experience, 
parents  and  Sense's  policy 
statement. 

In  order  to  remove  any 
misconceptions,  let  me  stress 


that  under  no  circumstances 
would  any  aspect  of  the  cur- 
riculum, including  sexuality, 
be  imposed  on  any  individual 
student.  As  Mrs  Tulloch 
rightly  says,  all  that  any  of  us 
can  do  is  treat  each  person  as 
an  individual,  with  indi- 
vidual needs  and  aspirations. 


Copies  of  the  full  policy,  enti- 
tled Personal  and  Sexual 
Policy  for  Residential  and 
Further  Education,  can  be 

obtained  from  Pam  Winters 
at  Sense  Head  Office,  071- 
272  7774. 


Dear  Editor, 

I  found  Billy  McKenna's  ar- 
ticle "Sex  Matters"  very  dis- 
turbing. He  appears  to  write 
not  from  his  own  experience 
of  deafblind  young  people 
but  from  his  understanding 
of  discussion  with  parents 
(he  quotes  two)  and  carers 
(he  quotes  four).  He  has  also 
read  the  relevant  Sense 
policy  document  and  men- 
tions the  book  "Sex  and  the 
Law".  The  whole  tenor  of 
his  article  is  wrong  and 
shows  his  scant  knowledge 
of  the  problems  faced  by 
young  and  maturing 
deafblind  people.  He  was 
told  that  "only  a  small  mi- 
nority of  students  /  residents 
were  sexually  aware"  -  and 
was  surprised!  His  reaction 
"just  because  our  clients  are 
sensory  impaired  does  not 
mean  they  are  sexually  im- 
paired as  well"  suggests  to 
me  that  he  considers  the 
blindness  and  deafness  to 
be  isolated  nerve  or  brain 
lesions  with  the  function  of 
the  remainder  of  the  brain 
being  quite  normal.  Young 
deafblind  people  should 
therefore  mature  physically, 
emotionally  and  sexually  in 
the  same  way  as  sighted  and 
hearing  young  people.  What 
nonsense!  Impairment  of 
sight  and  hearing  are  merely 
the  most  obvious  signs  of 


impaired  brain  function  in 
these  damaged  young  peo- 
ple. Additional  problems  of 
a  varied  nature  are  common 
to  most.  To  impose  sexual 
education  and  possibly 
sexual  instruction  on  them 
would  create  unneccesary 
problems  for  maturing 
deafblind  people.  The  point 
he  makes-  "sexuality  is  a 
basic  human  right",  "an  in- 
tegral part  of  every  human 
being"  "essential  for  per- 
sonal progression  and  de- 
velopment of  self"  hardly 
apply  to  most  deafblind  peo- 
ple trying  to  cope  with  eve- 
ryday events  in  their  re- 
stricted environment.  Cer- 
tainly the  few  maturing 
deafblind  individuals  who 
become  sexually  aware 
must  receive  carefully 
planned  and  sensitively  in- 
troduced individual  teach- 
ing and  if  neccesary  instruc- 
tion, but  his  blanket  conclu- 
sion "The  challenge  we  all 
face  is  to  give  deafblind  peo- 
ple the  opportunity  to  take 
part  in  the  most  human  of 
activities"  is  not  only  wrong 
but  wholly  inappropriate. 

I  write  as  the  father  of 
five  adult  children  one  of 
whom  is  deafblind. 

Yours  sincerely 
John  Tulloch 
Edzell 
Angus 


Dear  Editor, 

I  read  Billy  McKenna's  arti- 
cle "Sex  Matters"  with  in- 
terest. Sexuality  is  undoubt- 
edly one  of  the  most  emo- 
tionally fraught  issues  in 
caring  for  deafblind  young 
adults  -  even  the  definition 
of  the  word  is  controversial! 

Theemotionsevoked  are 
aroused  not  only  by  being  a 
parent  or  carer,  but  are  in- 
formed by  ethnic  origin,  re- 
ligious persuasion,  early 
Jisation  and  sexual  ori- 
entation. 

Mr    McKenna   quotes 


several  statements  around 
which  he  opens  the  debate, 
but  unfortunately  gives  insuf- 
ficient references  to  his 
sources  for  their  contents  to 
be  explored.  This  makes  any 
comment  a  purely  personal 
view. 

In  Virginia  Mallet's  expla- 
nation of  Sense's  policy  docu- 
ment on  Sexuality  and  the 
prevention  of  abuse  (which  I 
have  not  seen)  she  is  quoted 
as  saying  "...  if  we're  aiming 
to  meet  the  personal  sexual 
needs  of  an  individual...  "and 
this  is,  indeed  all  that  one  can 
hope  to  -  treat  each  person  as 


an  individual. 

Many  of  our  deafblind 
young  people,  although 
chronologically  adult,  are 
emotionally  very  immature, 
and  are  not  yet  ready  to  cope 
with  the  turmoil  of  sexual 
awareness.  Others  have  dam- 
age to  this  tactile  sense  as  well 
as  to  their  auditory  and  visual 
senses,  and  this  may  interfere 
with  responses  to  sexual 
stimuli. 

If  an  individual  is  troubled 
by  a  need  to  find  sexual  release, 
of  course  they  must  be  helped 

-  with  great  care  and  sensitivity 

-  to  find  such  release. 


If,  on  the  other  hand,  an 
individual  displays  no 
sexual  awareness,  it  would 
seem  to  me  both  wrong  and 
cruel  to  add  to  the  problems 
of  emotional  maturation 
unless  and  until,  sexual 
awareness  develops  natu- 
rally and  the  person  is  in 
need  of  help. 

I  would  like  to  stress  that 
these  personal  opinions  are 
mine  alone. 

Yours  faithfully, 

(Mrs)  Sheena  R.  Tulloch 

Edzell 

Angus 
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CONTACTS 


Summer  Fayre  at 
The  Woodside  Family  Centre 

on  Saturday  25th  June  1994  -  2.00pm 

Stalls,  Bouncy  Castle,  Donkey  Rides,  Bar-B-Que 

and  much  more  . . . 

Fashion  Show  in  aid  of 
The  Woodside  Family  Centre 

on  Thursday  14th  July  1994  -  7.30pm 

at  The  John  Cabot  City  Technology  College, 

Woodside  Road,  Kingswood,  Bristol. 

The  evening  will  be  hosted  by 
Eddie  "The  Eagle'  Edwards 

Other  local  celebrities  are  also  hoping  to  take  part. 

Sets  will  include  Ladies  and  Gents  Daywear;  Evening 
Wear;  Sports;  Lingerie;  Childrens  Wear  and  Wedding 

Dresses.  There  will  be  a  special  feature  of  clothes 

designed  for  children  and  young  adults  with  special 

needs,  using  new  scientifically  created  fabrics. 

Tickets  cost  £5.00,  to  include  refreshments  and  may  be 

reserved  by  contacting  Cathie  Godfrey,  Manager  of 

The  Woodside  Family  Centre  on  0272  670008. 


Obituary 

It  is  with  deep  sadness  we 
announce  the  tragic  death  of 
Jeanne  Richards,  Assistant 
Shop  Manager  at  our  Leigh 
on  Sea  shop.  Jeanne  who  had 
been  with  the  shop  since  it 
opened  in  June  1991  was  a 
very  dear  friend  and  col- 
league to  the  Manageress  and 
Voluntary  staff.  A  lady  who, 
with  her  husband  Sid  who 
also  worked  in  the  shop  at 


various  times  worked  tire- 
lessly for  Sense,  nothing  be- 
ing too  much  trouble  for  her. 
Jeanne  will  be  greatly 
missed  by  all  who  knew  her, 
from  colleagues  to  custom- 
ers, and  she  will  always  be 
remembered  with  great  fond- 
ness. 

Pam  Bridge 
Manageress 


Toys  and  resources  for 
special  needs 


Raven  Educational  have  re- 
cently published  their  new 
1994/95  catalogue,  which  fea- 
tures a  superb  range  of  toys 
and  resources  to  care  for  and 
educate  children  with  special 
needs. 

Their  product  range  is  cho- 
sen in  consultation  with  teach- 
ers and  therapists,  who  con- 
stantly provide  feedback  and 
ideas  about  items  which  meet 


specific  needs  while  remain- 
ing cost  effective. 

The  catalogue  includes 
items  relevant  to  all  degrees 
and  types  of  sensory  impair- 
ment, from  sensory  stimula- 
tion and  manipulative  toys 
through  to  speech  and  lan- 
guage resources,  and  can  be 
obtained  by  telephoning 
Raven  Educational  on  0933 
279108. 


Sense 

The  National  Deafblind 
and  Rubella  Association 


REGIONAL  OFFICES 
AND  CENTRES 

Sense  East:  The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Regional 
Director:  David  Ford 

Sense  Midlands:  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021-456  1564,  Fax: 
021-452  1656.  Regional  Director: 
John  Hatton 

Sense  South  West:  71-73  Queen 
Street,  Newton  Abbot,  Devon 
TQ12  2AU.  Tel:  0626  64079,  Fax: 
0626  332540.  Regional 
Development  Manager:  Peter 
Holman 

Sense  South  East:  Barnet 
Centre,  12  Hyde  Close,  London 
EN55TJ.  Tel:  081-449  0964. 
Regional  Director:  Hilary 
Crowhurst 

Sense  Trading:  Unit  5F, 
Northfleet  Industrial  Estate, 
Lower  Road,  Northfleet,  Kent 
DA11  9SN.  Tel:  0322  381983. 
Head  of  Trading:  Adrian  Barker 

Finance  Centre:  122  Westgate, 
Wakefield,  W.  Yorks  WF1  1XP. 
Head  of  Finance:  Derek  Pernak 


EDUCATIONAL  /  FAMILY 
SUPPORT 

The  Family  Centre:  86 

Cleveland  Road,  Ealing, 
London  W13  0HE.  Tel:  081-991 
0513.  Principal:  Lindy  Wyman 

The  Birmingham  Family 
Centre:  4  Church  Road, 
Edgbaston,  Birmingham  B15 
3TD.  Tel:  021-456  1564. 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre: 

15  Newark  Drive, 
Pollockshields,  Glasgow  G41 
4QB.  Tel:  041-424  3222.  Assistant 
Director:  Joyce  Wilson 

Sense  East  Educational 
Consultancy:  The  Manor 
House,  72  Church  Street, 
Market  Deeping,  Peterborough 
PE6  8AL.  Tel:  0778  344921. 
Contact:  Denise  Ford 

South  West:  Royal  West  of 
England  School  for  the  Deaf,  50 
Topsham  Road,  Exeter  EX2 
4NF.  Tel:  0392  72692.  Advisory 
Teacher:  Phillipa  Clark 

Woodside  Family  Centre: 

Woodside  Road,  Kingswood, 
Bristol  BS15  2DG.  Tel:  0272 
670008.  Centre  Manager:  Cathie 
Godfrey 


AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deaf-Blind,  40  Lower 
Drumcondra  Road,  Dublin  9, 
Ireland.  Tel:  0001  300562. 
Contact:  Ray  McLoughlin. 

BRANCH  CONTACTS 

Avon  Parents  Resource:  Derek 
and  Mandie  Lewis,  74 
Pendennis  Park,  Brislington, 
Bristol  BS4  4JN 

East  Anglia  Branch:  Elizabeth 
Royle,  The  Lanterns,  Church 
Lane,  Playford,  Ipswich,  Suffolk 
IP6  9DS.  Tel:  0473  622443 

East  Midlands  Branch:  Hazel 
Mclntyre,  Badgers,  Hodgetoft 
Lane,  Maltby-Le-Marsh,  Alford, 
Lines  LN13  0JR. 

Kent  Branch:  Sue  Turner, 
Spring  Grove,  Goudhurst  Road, 
Marden,  Tonbridge,  Kent  TN12 
9NW. 

London  North  East  Branch: 

Christine  Taylor,  26  Albion 
Road,  Walthamstow,  London 
E17  3HZ.  Tel:  081-520  1736 

London  West  Branch:  Josie 
Connolly,  299  West  End  Road, 
South  Ruislip,  HA4  6QS.  Tel: 
081-841  2374 

Midlands  Branch:  Margaret 
Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU. 
Tel:  0203  616962 

Norfolk  Branch:  Anne  Fitz- 
Patrick,  38  Pelham  Road, 
Norwich,  Norfolk,  NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  Site  1, 
Aldergrange  Pk,  Manse  Rd, 
Newtownards,  Co.  Down,  N.I. 
Tel:  0247  822929 

North  West  Branch:  Margery 
Harrison,  6  Tidal  Lane, 
Padgate,  Warrington,  Cheshire 
WA1  3DT.  Tel:  0925  813520 

Nottingham  Branch:  Alison 
Armes,  The  Willows,  142  Main 
Rd,  Warnell,  Notts  NG16  1HA. 

Sense  Cymru  Branch:  Hazel 

Benjamin,  8  Forest  View,  Cimla, 

Neath,  West  Glamorgan  SA11 

3RS. 

Tel:  0639  637115 

South  West  Branch:  Marv 
Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12 
1EV.  Tel:  0626  6l)278 

Yorkshire  Branch:  Pal  Machin, 
10  Mayfield  Avenue,  Bailiffe 
Bridge,  Brighouse,  W.  Yorks 

HD6  4EF.  Tel:  0484  718226 

See  inside  front  cover  for  main 
office  addresses 
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Weekend  Away 

23  -  25  September  1994 
Delegates  Application  Form 


Please  use  BLOCK  capitals 


surname 
Forename 
Surname 
Forename 
Address  _ 


Telephone  (dav 

Children 
Xame(s) 


Postcode 
(Eve)  . 


Age. 


Age. 
Age. 


(XB  If  vou  are  bringing  a  child  or  children,  vou  will  automatically  be 
sent  a  Leisure  /Plav  Club  Activities  Questionnaire) 
State  interest  or  status  (ie  parent,  professional,  staff  etc.) 

Name  of  organisation,  school,  authority  etc. 


Have  vou  attended  a  Weekend  Away  before? 

□  Yes      □  No 

Do  you  wish  to  be  resident?  G  Yes      J  No 

If  yes,  please  tick  preferred  accommodation 

Single  room     J        Twin  room     G 

Family  room  (twin  room  with  extra  bed(s)  or  cot)     □ 

Please  tick  if  cot  required     J 

We  will  do  our  best  but  are  unable  to  guarantee  preferred  type 
of  accommodation. 

Priority  will  be  given  to  Family  members  with  children. 


Do  you  require  a  special  diet? 
If  yes,  please  give  details: 


J  Yes      J  No 


Do  you  require  any  of  the  following? 


Sign  language  interpreter 

J  Yes 

J  No 

Loop  system 

3  Yes 

□  No 

Deafblind  manual  interpretation 

□  Yes 

□  No 

Wheelchair  accesss 

□  Yes 

□  No 

Braille  information 

□  Yes 

□  No 

Large  print  information 

□  Yes 

3  No 

Do  you  require  picking  up  from 
New  Street  Station,  Birmingham 

□  Yes 

3  No 

Lifts  from  the  station  are  available  from  4  -  6.30pm  on  a  half  hourly 
basis. 

We  cannot  unfortunately/  pick  up  from  the  coach  station. 

Fees 

Please  write  the  number  of  people  attending  from  each  category  in  the 
box  provided 

Family    Members    (ie   2   parents    and    up    to    2 
children  under  14)  -  Residential  £80  per  family 


Individual  Parent/ Family  Member  /Beneficiary  of 
Sense  &  NDBL  -  Residential  £40  per  person 

Professional  -  Residential  £165  per  person 

Professional  -  Non-residential  £80  per  person  per  day 

Sense  staff  member  -  Residential  £80  per  person 

Sense  staff  member  -  Non-residential  £40  per  person 
per  day 


Non-residential  rates  include  registration,  coffee,  lunch  and 
afternoon  tea  only. 

A  £20  deposit  per  person  is  payable  with  the  return  of  this  form 
-  the  balance  to  be  paid  by  7  August  1994. 

A  limited  number  of  free  places  are  available.  Please  contact 
Martine  Coppens  on  071-272  7774  or  Qwerty  071-272  4880  for 
further  details. 

Unfortunately,  we  are  unable  to  refund  any  monies  for  cancel- 
lations after  9  September,  1994.  However,  substitutions  would 
be  acceptable. 


I  wish  to  attend  the  Sense  Weekend  Away  23-25  September,  1994  and  enclose  a  deposit  of  £20. 
(Please  make  all  cheques  payable  to  Sense). 


Signed 


Date 
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From  the  Editor 

This  issue  contains  the 
first  part  of  a  feature  on 
places  to  visit  or  holi- 
day at  which  will  be 
particularly  stimulat- 
ing for  people  who  are 
deafblind.  This  is  the 
first  of  a  series  of  what 
we  hope  will  be  more 
'hands-on'  articles,  that 
readers  can  actually 
take  action  from,  rather 
than  just  read  and  ab- 
sorb. 

With  Christmas  fast 
approaching  we  plan 
to  do  a  feature  in  the 
next  issue  giving  ideas 
for  Christmas  presents 
for  people  with  a  sen- 
sory impairment.  We 
would  welcome  infor- 
mation on  any  toys  that 
readers'  children  have 
found  especially  enjoy- 
able, or  ideas  for  adult 
gifts  that  have  proved 
popular. 

Look  out  too  for  an 
article  on  present 
wrapping  that  is  ap- 
pealing to  the  touch 
rather  than  the  eye. 


Front  cover: 
Enjoying  the  summer  ot 
the  Ealing  Family 
Centre. 

Photographer: 
Stan  James 
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Andlaw  House  opens  its  doors 
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Sense  received  the  keys  to 
Andlaw  House  in  Exeter,  the 
new  regional  residential  cen- 
tre, at  the  end  of  May.  There 
followed  a  hectic  month  for 
Shaun  Gibbons  the  new  Cen- 
tre Manager.  Furniture  and 
equipment  had  to  be  moved 
in  whilst  finishing  touches 
were  made  by  the  builders, 
and  interviews  had  to  be  car- 
ried out  following  a  flood  of 
applications.  Then  the  new 
staff  team  below  began  their 
training  whilst  two  Open 
Days  were  held  at  the  end  of 
June  and  a  steady  stream  of 
visitors  dropped  in  to  offer 
congratulations. 

The  first  five  students  re- 
ceived a  warm  welcome  when 
they  moved  in  at  the  begin- 
ning of  July  and  they  are  al- 
ready making  it  home. 


The  new  staff  team  at  Andlaw 
House  begin  their  training  as 
workmen  put  finishing  touches 
to  the  building. 


Disability  Living 

Allowance 

update 


There  has  been  an  encourag- 
ing development  in  the  most 
recent  awards  of  the  DLA  to 
people  with  Usher  syndrome. 

A  lady  with  Usher  Type  2, 
who  will  soon  be  40,  has  just 
applied  for  the  DLA  for  the 
first  time.  She  has  been 
awarded  the  lower  rate  of  the 
mobility  component  and  the 
middle  rate  of  the  care  com- 
ponent. This  lady  is  registered 
partially  sighted  and  is  mod- 
erately partially  hearing  with 
normal  speech. 

If  you  are  only  receiving 
the  lowest  rate  of  the  care  com- 
ponent, you  could  apply  for 
the  middle  rate.  If  necessary, 
and  if  it  is  true,  tell  the  Ben- 
efits Agency  that  your  RP  has 
deteriorated.  Contact  your 
local  Department  of  Social 
Security  for  further  details  of 
how  to  re-apply. 


A  word  of  warning 

Bear  in  mind  that,  when  you 
re-apply,  or  if  you  appeal 
against  a  decision  which  was 
made  recently,  you  whole 
claim  will  be  re-assessed.  In 
theory  you  could  be  assessed 
as  needing  less  help  than  you 
did  previously  and  therefore 
your  DLA  will  go  down.  In 
practice,  I  have  never  heard 
of  this  happening  to  a  person 
with  Usher  syndrome  but  it  is 
a  possibility. 

It  is  good  to  note  that  the  Benefits 
Agency  is  taking  Usher  seriously 
and  that  people  with  Type  2 
Usher  syndrome,  as  well  as  those 
with  Type  1,  are  able  to  get  the 
middle  rate  of  the  DLA  care  com- 
ponent. 

Marylin  Kilsby 

Support  Worker  Usher 

Services 


Vaccine  Damage 


Readers  may  have  seen  the 
BBC  'Watch  Dog'  pro- 
gramme on  September  5th 
which  highlighted  a  little 
known  fund  set  up  by  the 
government  to  give  grants 
to  children  who  are  vaccine 
damaged. 

A  fund  exists  to  compen- 
sate the  small  percentage  of 
children  who  suffer  an  ad- 
verse reaction  to  routine  vac- 
cination. The  fund  gives  a 
one-off  payment  of  £30,000 
to  people  who  are  damaged 
in  this  way.  However,  as 
usual  there  people  must  meet 
specific  criteria  to  qualify, 
and  as  Watch  Dog  pointed 
out,  the  bands  are  so  narrow 
that  many  people  are  unable 
to  get  help  at  all. 

To  qualify  for  the  payment 
you  must  have  been  dam- 
aged as  a  result  of  the  follow- 
ing vaccinations:  diptheria, 
tetanus,  whooping  cough,  tu- 
berculosis,  poliomyelitis, 
measles,  rubella,  mumps  or 
someone  who  is  severely 
disabled  because  they  came 
into  close  personal  contact 
with  a  person  who  had  been 
vaccinated  against  one  of  the 
above  diseases;  or  someone 
who  is  thought  to  be  severely 
disabled  because  their 
mother    was    vaccinated 


against  one  of  the  diseases 
while  she  was  pregnant. 

The  person  must  be  two 
years  or  more  and  have  been 
vaccinated  before  they  were 
18,  unless  the  vaccination 
was  given  during  an  epi- 
demic. 

The  person  must  have  suf- 
fered mental  or  physical 
damage  of  80%  or  more  to 
qualify,  and  the  claim  must 
be  made  within  six  years  of 
the  date  the  vaccination  was 
given,  or  before  the  child  is 
eight  years  old. 

Watch  Dog  stressed  that 
the  percentage  of  children 
who  suffer  an  adverse  reac- 
tion to  vaccination  is  very 
slight,  and  parents  are  still 
strongly  advised  to  get  their 
children  vaccinated.  The  par- 
ents of  damaged  children 
also  stressed  that  despite 
their  experience  they  would 
still  advocate  vaccination  for 
all  children. 

You  can  get  a  claim  form  by 
writing  to: 

Vaccine  Damage  Payments 
Unit. 

Department  of  Social  Secu- 
rity, 

The  Flyde  Benefit  and  War 
Pensions  Directorate, 
Blackpool  FY5  3TA. 
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Steering  group  recommends  changes 


Following  meetings  by  the  Strategic  Planning  Group  and 
Council,  and  after  looking  at  plans  submitted  by  the  regions 
and  departments  at  HQ,  the  following  recommendations  for 
changes  to  Sense's  strategic  plan  have  been  made.  The  plan 
covers  a  four  year  period  to  March  1999. 


The  Mission  Statement  should  be  as  follows,  and  should  still 
carry  Sense's  name  in  full.  It  was  felt  important  to  include  the 
words  national,  deafblind  and  association.  However,  it  is 
possible  that  research  may  be  done  over  the  next  few  years  to 
look  into  a  name  change. 


Mission  Statement 


Sense  is  a  national  voluntary  organisation  that  works  and  campaigns  with  and  for  people  who  have  a  sensory  disability. 
Our  priority  is  people  who  are  deafblind  -  which  means  a  severe  impairment  of  both  vision  and  hearing  resulting  in 
unique  and  special  needs  -  and  we  also  include  other  people  with  a  sensory  impairment  and  other  disabilities.  We  provide 
advice,  support,  information  and  services  for  individual  people,  their  families,  carers  and  involved  professionals. 

Sense's  values 

SENSE  BELIEVES  THAT  EVERYONE: 

Is  entitled  to  dignity  and  respect 

Has  the  right  to  quality  services  to  meet  individual  needs 

Has  the  right  to  opportunities  which  will  promote  individual  development 

Has  the  right  to  information 

Has  the  right  to  make  choices 

Should  be  able  to  contribute  to  the  development  of  services  directly  or  through  a  representative,  family  member  or 
advocate. 

Sense's  aims  and  objectives 

THESE  ARE  TO: 

Provide  a  range  of  quality  services  across  the  UK  including  family  support,  children's  services,  residential  services, 
continuing  education,  community  services  and  advocacy 

Work  to  develop  new  projects  and  services,  either  as  an  organisation  or  in  partnership  with  others 

Campaign  for  greater  public,  political  and  local  recognition  of  needs  and  action  to  meet  needs 

Manage  our  operations  -  including  fund  raising  and  finances  -  in  the  most  effective  manner. 


EDUCATION  AND  ADVISORY  SERVICES 

■  Sense  should  proceed  as  a  matter  of  priority  to  develop  the 
proposal  to  the  Department  for  Education  on  national  co- 
ordination of  deafblind  education. 

■  Regional  Advisory  Service.  A  minimum  of  one  full-time 
person  per  region  to  be  funded  by  charitable  income. 

■  Family  (Education)  Advisory  Service.  A  minimum  of  one 
day  per  week  teacher  support  to  be  funded  from  charitable 
income.  Service  should  include  all  children  up  to  age  19. 

■  These  services  need  to  be  clearly  defined  and  need  good 
support  mechanisms.  Additional  activity  should  where 
possible  be  developed  through  contract  &  grant  funding. 
Services  should  be  developed  across  the  whole  of  England, 
Wales  and  NI  with  the  Development  and  Services  Depart- 
ment jointly  determining  a  structure  toeconomically  achieve 
this.  Standards  should  be  set  by  September  1995. 


Sense  should  continue  to  emphasise  the  importance  of 
early  intervention.  Where  competing  demands  require 
priorities  to  be  set,  the  importance  of  early  intervention 
should  be  borne  in  mind.  There  are  strong  differences  of 
opinion  over  the  proposal  to  develop  a  Sense  school  and 
over  the  proposed  feasibility  study  (to  look  at  more  than 
one  geographical  area  in  terms  of  needs  and  gaps  and 
potential  for  developing  services  including  a  school).  In 
discussion  at  the  residential  SMT/Council  meeting  one 
discussion  group  clearly  opposed  such  a  study  and  there 
were  some  differences  of  opinion  within  the  other  two 
groups  .  The  Steering  Group  propose  that  a  paper  be 
prepared,  giving  the  arguments  for  and  against  and  includ- 
ing costings,  to  allow  a  decision  to  be  taken  by  Council 

Sense  should  develop  a  clear  policy  on  rights  to  special 
education  and  a  continuation  of  education  provision. 

Sense  should  plan  and  seek  to  develop  research,  monitor- 
ing &  quality  roles  in  education  work. 


4  ■  \u\Yir\'/  ';rn-,r  ■  Autumn  ]994 


NEWS 


DEVELOPMENT  OF  SERVICES 

Sense  should  continue  the  focus  on  development  both 
through  undertaking  a  programme  of  direct  provision  and 
by  encouraging  other  providers. 

Sense  must  develop  provision  in  the  North  of  England:  a 
development  plan  should  be  prepared  now  to  ensure  that 
the  required  infrastructure  and  a  range  of  services  is  in 
place  by  year  four.  This  should  be  the  priority  for  the 
Development  Department.  Development  of  day  service 
projects  should  be  considered  as  a  way  of  initially  establish- 
ing Sense. 

Residential  development  should  be  a  priority  in  areas 
where  there  is  no  provision.  The  priority  for  existing  Re- 
gions is  to  diversify  and  provide  a  range  of  community 
services  -  assessment,  day  services,  respite,  intervenor/ 
enabler  schemes,  outreach,  guide  helps /interpreters,  etc. 
There  is  a  particular  need  to  develop  a  day  service  model. 

Many  of  Sense's  services  have  national  catchment  areas 
and  many  users  live  far  away  from  the  family  home. 
Residential  services  should  move  towards  having  regional 
catchment  areas  (rather  than  local  -  because  of  dangers  of 
being  dependant  on  one  contract  or  funder).  However 
there  should  be  no  imposed  movement  of  people,  as  choice 
for  the  user  and  the  user's  family  is  most  important.  Some 
services  must  be  designated  as  specialist  and  national 
because  of  low  incidence  and  need  for  specialisations  (e.g. 
degenerative  conditions). 

Sense  should  further  develop  systems  for  recording  need  and 
using  such  information.  In  particular  a  priority  is  to  identify 
school  leavers  and  people  in  the  family  home  cared  for  by 
elderly  parents  -  and  to  develop  services  to  meet  their  needs. 

CLIENT  GROUP  AND  USERS 

It  is  reaffirmed  that  Sense's  primary  client  group  is  con- 
genitally  deafblind  people.  Some  services  should  be  devel- 
oped for  adventitious  deafblind  people.  This  should  be 
work  funded  through  contracts,  with  other  development  in 
this  area  being  modest  and  measured.  Our  priority  for 
direct  services  should  be  younger  deafblind  people.  Activ- 
ity with  respect  to  elderly  people  who  develop  sensory 
impairments  late  in  life  should  be  limited  to  lobbying, 
collaboration  with  other  agencies,  and  training  for  service 
providers.  It  is  noted  that  work  with  elderly  people  is  the 
core  business  of  the  National  Deafblind  League. 

Sense  has  made  a  commitment  to  people  with  Usher  and 
should  extend  such  work  if  possible.  In  particular  services 
may  be  appropriate  to  the  wider  group  of  people  with 
acquired  deafblindness  (adventitious  and  Usher). 

POLICY  AND  QUALITY 

All  services  to  propose  standards  in  the  first  year  of  the 
period.  All  services  to  be  ready  for  audit  or  inspection 
within  the  period. 

!  Learning  from  existing  experience  within  and  outside  of 
Sense  and  setting  standards  should  be  an  integral  part  of 
developing  any  Sense  service. 

I  Monitoring  of  standards  should  be  a  regular  activity  un- 
dertaken by  head  office.  Research  should  be  undertaken  on 
accreditation  including  BS5750  and  the  requirements  and 


views  of  service  purchasers.  Information  should  be  sought 
on  the  funding  available  for  'Investing  In  People'  and  a 
possible  programme  for  implementation  prepared  so  that 
a  decision  can  be  taken  on  a  major  pilot  scheme. 

Minimum  standards  are  required  for  group  homes  and 
other  buildings  used  by  users.  Value  for  money  is  important 
and  upper  limits  on  expenditure  should  be  set  -  although  in 
exceptional  circumstances  and  with  prior  approval  it  should 
be  possible  to  exceed  such  limits.  Policy  and  development  of 
operational  guidelines  is  not  a  priority  for  Sense. 

Given  the  aim  of  providing  choice  and  a  diverse  range  of 
community  services,  there  is  a  need  to  develop  products  or 
"model  services"  for  use  by  service  providers  across  Sense. 

Sense's  experience  and  practice  should  be  written  up  and 
disseminated.  The  roles  and  responsibilities  of  Regions  and 
Head  Office  were  discussed  at  the  residential  meeting. 
There  needs  to  be  work  undertaken  on  information  flow, 
communication  and  clarity  of  roles.  The  Chief  Executive  is 
requested  to  define  roles  with  respect  to  national  needs  and 
services  e.g.  training  and  staff  development  and  Regional 
Advisory  Service  management,  and  present  a  paper  to 
Council  including  options,  an  analysis  of  the  options,  and 
a  suggested  route  forward. 

Head  office  functions  are  to  be  funded  from  the  general 
services  charge.  If  and  when  a  surplus  is  projected  as  part 
of  the  annual  planning  process  a  policy  decision  should  be 
taken  on  the  use  of  the  such  surpluses. 

Equal  access  to  services  is  important:  some  specific  targets 
should  be  set. 

OTHER 

Increased  charitable  expenditure  should  go  to  agreed  chari- 
table objectives,  to  seed  new  services  and  fund  innovative 
projects. 

There  is  a  need  for  work  to  be  undertaken  on  health  and 
prevention  issues:  the  proposed  Health  Officer  post  should 
be  created  as  soon  as  funding  allows. 

A  Sense  Parliamentary  Officer  post  should  be  instituted 
during  the  period  of  implementation  of  the  Plan.  (At  present 
Sense  has  a  Campaigns  Officer  and  works  through  Deaf 
Accord  in  parliament.) 

There  is  a  need  to  develop  a  clear  strategy  for  PR  and 
related  areas.  A  review  of  publications  including  Talking 
Sense  and  printed  information  is  requested.  A  proposal  to 
research  a  major  awareness  or  fundraising  campaign  with 
costings  and  analysis  should  be  put  to  Council  in  year  one. 
This  would  need  to  be  clear  about  objectives  and  required 
outcomes  and  should  include  plans  to  deal  with  the  conse- 
quences of  increased  awareness  for  services. 

!  Sense  international  work  should  be  integrated  with  other 
activities  and  consideration  should  not  be  given  to  forming 
a  separate  organisation  during  this  Plan  period.  A  major 
product  should  be  developed  during  the  period.  Financing 
of  international  work  should  be  from  new  sources  and  this 
should  be  publicly  stated. 

I  All  individual  plans  should  recognise  the  importance  of 
users,  families  and  professionals  as  partners. 
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Woodside  Family  Centre  receives 
BT  Environment  Week  Special  Award 


The  Woodside  Family  Cen- 
tre in  Bristol  has  received 
the  BT  Environment  Week 
1994  Special  Award  for  the 
Sound  Sense  Trail  it  has  cre- 
ated. Using  recycled  materi- 
als the  trail  enables  children 
with  special  needs  to  appre- 
ciate their  natural  environ- 
ment. 

Environment  Secretary, 
John  Gummer ,  made  the  pres- 
entation to  Centre  Manager, 
Cathy  Godfrey,  and  Adam 
Thompson  and  Patrick 
Giff  ord,  two  children  from  the 
Centre  with  special  needs,  at 
the  Queen  Elizabeth  II  Con- 
ference Centre  prior  to  the 
Global  500  Roll  of  Honour  for 
Environmental  Achievement 
Awards. 

Said  John  Gummer;  "BT 
Environment  Week  has 
shown  clearly  how  volunteers 
of  all  ages  working  together 
in  their  communities  can  play 
a  key  part  in  developing  a 
more  sustainable  world 
through  action  at  local  level." 

Selected  from  over  2,500 
projects  which  took  place  dur- 
ing this  year's  BT  Environment 
Week,  The  Woodside  Family 


Centre  was  singled  out  as  be- 
ing an  extremely  imaginative 
and  innovative  project  with 
immense  commitment  exhib- 
ited by  staff,  parents  and  the 
local  community.  In  recogni- 
tion of  their  outstanding  con- 
tribution, BT  and  the  Civic 
Trust,  organisers  of  the  Week, 
have  given  the  Centre  the  BT 
Environment  Week  1994  Spe- 


cial Award. 

The  Woodside  Sound 
Sense  Trail  will  provide  chil- 
dren with  a  unique  experi- 
ence which  will  stimulate  dif- 
ferent senses.  For  example, 
stimulation  of  the  sense  of 
smell  is  provided  by  install- 
ing raised  flower  beds,  but- 
terfly gardens  and  herbs. 
Visual  stimulation  is  pro- 


vided by  the  use  of  light  and 
colour,  and  windmills  and 
wind  chimes  create  different 
sounds.  Bamboo  and  willow 
are  used  to  form  tunnels  and 
walkways  adding  more  tex- 
tures and  areas  of  contrasting 
light  and  dark.  Stepping 
stones,  cobble  stones  and 
touching  posts  all  provide  a 
tactile  sensation. 


From  the  left: 
Angela  Thompson; 
Adam  Thompson; 
Joanne  Gifford; 
Patrick  Gifford; 
Cathie  Godfrey 
(Manager 
Woodside  Centre); 
John  Walls  and 
Hilary  Price  (BT 
Corporate 
Sponsorship). 


Barclays  Bank  knows 
quality  makes  sense 


Sense  shops  are  tops 


Barclays  Bank  PLC,  one  of 
our  longest  running  corpo- 
rate supporters  has  given 
Sense  its  seal  of  approval  yet 
again  by  generously  support- 
ing the  recently  introduced 
Quality  Assurance  Pro- 
gramme. 

Quality  care  and  services 
Ot  new  to  Sense.  Since  it 
uncled  in  1955, Sen.se has 
dedicated  itself  to  providing 
the  best  possible  care  and  serv- 
ices for  multi-v-nsory  impaired 
■<\  their  families. 
f  he  Quality  Assurance-  Pro- 
been  set  up  to 
-or  Sense's  high  stand- 
Staff,  parents  and  Sense 


beneficiaries  have  been  can- 
vassed for  their  opinions  which 
will  be  used  to  establish  guide- 
lines and  a  training  pack  to 
gua  ran  tee  qual  ity  as  Sense  con- 
tinues to  grow.  Through  its 
own  commitment  to  'quality 
services'  Barclays  recognised 
the  importance  of  this  project 
and  welcomed  theopporrunity 
to  part  fund  the  scheme. 

Barclays  Bank  first  gave  to 
Sense  in  1983.  Over  the  years 
the  Bank  has  become  one  of 
our  leadingcorporate  partners 
-  depending  heavily  as  we  do 
on  voluntary  donations, 
Barclays'  continued  support 
is  especially  appreciated. 


In  a  recently  published  NGO 
Finance  survey  on  charity  re- 
tail operations  Sense  shops 
finished  second  in  terms  of 
sales  and  profit  per  shop.  The 
survey  covered  3,454  shops 
operated  by  57  charities  and  is 
published  on  a  yearly  basis. 
Sense  has  recently  opened 
two  new  shops.  In  April  the 
Rainham,  Kent  shop  opened 


for  business  with  first  day 
sales  reaching  a  staggering 
£1,852  -  the  shop  continues  to 
produce  marvellous  sales 
figures.  Thursday  14th  July 
saw  hordes  of  eager  shoppers 
awaiting  the  opening  of  the 
Kettering  shop  which 
achieved  sales  of  £1,250  on 
day  one  of  trading. 
The  new  shop  at  Rainlxam,  Kent 
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NEWS 


Development  Officer 
for  Sense  Cymru 

Many  of  you  will  have  come  across  June  Hoy  at  Sense 
Midlands  where  she  has  been  the  Rehabilitation  Officer 
for  Usher  Syndrome  Services  for  a  number  of  years.  We  are 
delighted  to  announce  that  June  now  has  a  new  role  -  she 
has  been  appointed  as  the  first  Development  Officer  for 
Wales. 


In  her  new  role  June  will  be 
developing  services  for  peo- 
ple in  Wales  who  are 
deafblind.  There  are  esti- 
mated to  be  over  1,000  people 
with  both  a  visual  and  hear- 
ing impairment. 

The  Welsh  authorities  are 
well  known  for  their  excellent 
links  with  disability  organisa- 
tions and  for  their  foresight 
when  providing  for  people 
with  learning  difficulties.  June 


plans  to  develop  and  expand 
these  links  to  build  a  unique 
service  for  the  country. 

June,  who  is  both  a  quali- 
fied SRN  and  a  social  worker, 
originated  from  North  Wales, 
moving  to  the  Midlands  to 
work  for  Sense.  She  adds,  "I 
am  really  happy  to  come  back 
to  Wales  and  hope  to  renew 
many  links  and  build  up  new 
services  -  I  can  already  feel 
the  welcome  in  the  hillside!" 


BOOK  REVIEW 


Basic  Abilities,  A  Whole  Approach: 

A  developmental  guide  for  children  with 

disabilities 

By  Sophie  Levitt.  Human  Horizon  Series, 
Souvenir  Press.  ISBN  0  285  631713.  £13.50 


This  is  a  book  to  buy,  read, 
use,  dip  in  and  out  of  and 
wish  that  you  had  written 
yourself!  Sophie  Levitt  has  ob- 
viously based  her  book  on  her 
experience  with  children,  par- 
ents and  co-workers  because 
there  is  so  much  within  the 
book  that  is  practical,  sensi- 
ble and  can  be  applied  straight 
away  within  many  situations. 

The  book  is  divided  into 
two  sections,  Part  One:  Be- 
fore you  start,  describes 
therapy  in  daily  life,  how  to 
do  the  activities  which  are 
described  and  communica- 
tion. This  section  is  well  or- 
ganised and  everyday  situa- 
tions can  quickly  be  related  to 
the  parent  or  carer's  own  ex- 
perience. It  is  illustrated  by 
the  author  and  the  sketches 
are  easy  to  understand. 

Part  Two:  Daily  activities, 
describes  many  situations  in 
which  the  child,  particularly 
with  physical  difficulties, 
needs  to  learn  how  to  develop 
his  or  her  skills  further.  Sophie 
Levitt  has  described  all  of  the 


Children  at  risk  from 
threat  of  measles 


functions  which  children 
need  to  learn  as  a  single  entity 
and  uses  the  familiar  routines 
of  washing,  dressing, 
toileting,  eating  and  drinking, 
playing  and  moving  about  to 
develop  the  child's  abilities 
and  functions. 

Basic  Abilities,  A  Whole 
Approach,  emphasises  what 
the  child  can  do  and  its  meth- 
ods reinforce  each  aspect  of 
the  child's  development.  The 
book  is  a  very  positive  and 
welcome  addition  to  the  few 
books  that  can  be  recom- 
mended without  reservation 
to  anyone  wanting  to  have  a 
user-friendly  book  which  will 
give  the  reader  the  feeling  that 
they  can  enjoy  having  fun 
and  working  with  their  child. 
If  there  is  a  criticism  (and  it  is 
very  small)  perhaps  the  illus- 
trations in  the  second  part  of 
the  book  could  have  been  im- 
proved on. 

Lindy  Wyman 
Principal,  Ealing  Family 
Centre 


Seven  million  children  are 
to  be  immunised  against 
measles  in  November  to  pre- 
vent an  epidemic  which 
threatens  to  sweep  the  coun- 
try next  year. 

TheGovernmentisplanning 
to  spend  £20  million  to  vacci- 
nate all  schoolchildrenbetween 
the  ages  of  five  and  sixteen,  fol- 
lowing reports  that  in  the  first 
six  months  of  this  year,  cases  of 
measles  almost  doubled  on  the 
same  period  in  1993,  rising  from 
around  4,000  to  8,706.  If  left  un- 
checked, the  spread  of  the  virus 
could  herald  the  largest  epi- 


demic since  the  early  1980s. 

Measles  can  cause  serious 
side  effects  amongst  children, 
including  pneumonia,  blind- 
ness, deafness  and  brain  dam- 
age. 

As  part  of  the  immunisa- 
tion programme,  schoolchil- 
dren are  also  to  be  vaccinated 
against  rubella.  It  is  hoped 
that  this  will  extend  protec- 
tion from  the  virus  to  boys  as 
well  as  girls. 

Anyone  who  is  worried 
about  measles  or  rubella 
should  contact  their  local  GP 
for  advice. 


New  group  meets  for 
the  first  time 

The  first  meeting  of  the  newly  formed  Adult  (congenitally 
deafblind  &  multiple  disability)  Services  Policy  Group  has 
taken  place.  The  group  replaces  the  Residential  Services 
Working  Group  but  has  a  much  wider  brief  and  a  different 
membership. 


The  group  will  look  at  all  the 
services  for  congenitally 
deafblind  adults  and  multi- 
ply disabled  people.  Their 
brief  will  include  residential 
and  continuing  education 
services,  family-based  adult 
community  placements, 
intervenor  and  enabler  serv- 
ices, day  services,  respite  care 
and  holidays. 

Though  the  group  will 
hold  regular  meetings  much 
of  the  work  will  be  allocated 
to  individuals  or  small  groups 
-  having  brought  together  a 
group  of  people  with  particu- 
lar skills,  talents  and  respon- 
sibilities it  is  important  to  al- 
low them  the  freedom  to  use 
them.  Members  of  the  group 
will  also  keep  their  own  de- 
partments and  regions  in 
touch  with  the  groups'  activi- 
ties, consult  as  appropriate 
and  disseminate  information. 

The  group  is  chaired  by 
Malcolm  Matthews,  Director 
of  Services,  and  has  a  repre- 
sentative from  each  of  the  re- 
gions, the  services  depart- 


ment and  the  development 
department  with  other  places 
being  available  depending  on 
the  agenda  items. 

The  group's  current  work- 
load includes  user  involve- 
ment and  participation  on 
risk,  challenging  behaviour 
and  restraint,  gender  sensi- 
tive personal  care  and  on 
abuse.  Contributions  from 
others  are  welcomed  and  the 
group  can  be  used  to  get  is- 
sues raised  and  problems  in- 
cluded on  the  agenda. 


-     r 


Malcolm  Matthews,  the  Adult 
SeruicesPolicyGroupQuarman 
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IN  PARLIAMENT 


New  Minister 


The  new  Minister 
for  Disabled  People 
is  William  Hague, 
MP  for  Richmond 
Yorkshire.  He  takes 
over  from  Rt  Hon 
Nicholas  Scott  MP 
who  has  been 
Minister  since  1987. 

Civil  Rights 

Nicholas  Scott's  final  appear- 
ance as  Minister  in  the  House 
of  Commons  was  on  the  15th 
July  when  he  announced  the 
publication  of  a  consultation 
document  on  measures  to 
tackle  discrimination.  The 
proposals  cover  five  areas, 
and  organisations  have  three 
months  in  which  to  respond. 

The  government  invites 
views  on  how  unjustifiable 
discrimination  by  employers 
should  be  tackled,  suggest- 
ing that  the  quota  scheme 
could  be  replaced  by  a  statu- 
tory right  for  disabled  peo- 
ple not  to  be  unjustifiably  dis- 
criminated against  in  the  area 
of  employment.  The  govern- 
ment envisages  a  code  of 
practice  for  employers  with 
an  informal  version  of  an  in- 
dustrial tribunal  to  hear  com- 
plaints. 

On  building  regulations 
the  Department  of  Environ- 
ment will  consult  later  in  the 
year  as  to  whether  current 
regulations  for  new  public 
buildings  should  also  apply 
to  the  design  of  new  domestic 
dwellings. 

The  third  area  is  the  provi- 
sion of  goods  and  services 
where  it  would  be  illegal  to 
discriminate  except  'where 
fvisting  physical  barriers  pre- 
vented access  or  where  com- 
pliance may  create  insur- 
mountable barriers'.  The 
document  states  'that  those 
providinggoodsand  services 
should  not  be  required  to 
carry  out  modifications  to 
f/j'vtirig  prcrruvs'. 


On  financial  services  the 
government  say  that  they 
have  received  little  evidence 
of  discrimination  and  are  in- 
viting the  Association  of  Brit- 
ish Insurers,  the  British  Bank- 
ers Association  and  the  Build- 
ing Societies  Association  to 
develop  and  issue  Statements 
of  Good  Practice  on  the  treat- 
ment of  disabled  customers. 

Finally  the  document  pro- 
poses the  establishment  of  a 
new  independent  body,  the 
National  Disability  Council  to 
monitor  discrimination  and 
advise  the  government. 

These  proposals  fall  for 
short  of  those  in  the  Civil 
Rights  Disabled  Persons  Bill 
and  have  been  heavily  criti- 
cised by  disabled  people  and 
disability  organisations.  Many 
important  areas  such  as  access 
to  public  buildings,  transport, 
education  and  telecommuni- 
cations have  been  ignored. 

The  government  has  esti- 
mated that  the  annual  com- 
pliance costs  for  its  proposals 
are  £11.2  million. 

The  Government's  Cost 
Compliance  Assessment  of  the 
Civil  Rights  Bill  on  the  other 
hand  was  £17  billion.  The 
Rights  Now  Campaign  has 
pointed  out  that  this  figure  is 
wildly  inflated  and  did  nottake 
into  account  any  of  the  finan- 
cial benefits  resulting  from  the 
Civil  Rights  bill.  Flaws  in  the 
government's  analysis  include 
double  counting  -  for  example 
the  cost  of  making  buildings 
accessible  has  been  included 
underenvironment,education 


and  employment  and  the  fact 
that  new  buildings  have  to  be 
accessible  anyway  has  been 
ignored.  There  is  also  an  as- 
sumption that  all  public  build- 
ings and  services  (including 
public  transport)  must  become 
accessible  within  5  years 
whereas  the  Bill  gives  no  such 
time  limit  and  allows  more  flex- 
ibility in  opening  up  services. 
When  all  these  factors  have 
been  taken  into  accountthecost 
is  reduced  by  over  £12  billion. 

3,000  disabled 
people  attend 
rally 

The  3,000  deaf  and  disabled 
people  attending  the  rally  in 
Trafalgar  Square  had  no 
doubts  that  the  best  way  to 
address  discrimination  was 
through  comprehensive  Civil 
Rights  legislation.  Speakers 
included  Lord  Ashley,  MPs 
Roger  Berry,  Alan  Howarth 
and  Dennis  Skinner  and  chair 
of  the  British  Deaf  Associa- 
tion, Murray  Holmes. 

The  Rights  Now  Cam- 
paign (formerly  Voluntary 
Organisations  for  Anti-Dis- 
crimination Legislation)  who 
organised  the  Rally  will  con- 
tinue to  co-ordinate  cam- 
paigning on  behalf  of  disabil- 
ity organisations  for  and  of 
disabled  people.  As  well  as 
responding  to  the  govern- 
ment document,  the  cam- 
paign will  be  looking  at  draw- 
ing up  another  bill  for  next 
year's  legislative  programme, 
and  other  measures  to  keep 
the  issue  at  the  top  of  the  po- 
litical agenda. 

Civil  rights  at 
party  conferences 

Disability  organisations  have 
come  together  again  this  year 
under  the  'Disability  Daily' 
umbrella  to  have  stands  at 
the  three  main  party  confer- 
ences. This  time  there  will  be 
a  multi  media  interactive 
video  illustrating  the  daily 
discrimination  faced  by  disa- 
bled people  and  the  need  for 
civil  rights  legislation. 


Deaf  people  in 
the  courtroom 

Deaf  people  should  find  it  easier 
to  become  jurors  thanks  to  an 
amendment  which  was  made 
to  the  Criminal  Justice  Bill.  The 
amendment  will  change  the 
Jurors  Act  is  such  a  way  that 
deaf  and  disabled  people  will 
be  assumed  to  be  capable  un- 
less thejudgedecides  otherwise. 

The  Lord  Chancellor  has 
agreed  to  write  to  the  Judicial 
Studies  Board  asking  them  to 
include  issues  to  do  with  deaf 
awareness  in  their  tiaining 
programme  following  a  meet- 
ing with  Deaf  Accord. 

This  means  that  judges 
should  become  more  aware 
of  the  abilities  of  deaf  people 
to  serve  on  juries  as  well  as 
their  communication  needs  as 
jurors,  witnesses  or  defend- 
ants. He  also  agreed  to  look  at 
ways  in  which  courts  might 
be  guided  to  only  use  fully 
qualified  sign  language  inter- 
preters and  other  types  of 
communication  support  from 
the  CACDP  register. 

During  debates  on  the 
Criminal  Justice  Bill  Lord 
Mackay  rejected  amendments 
calling  on  his  department  to 
produce  codes  of  practice  for 
deaf  and  disabled  court  us- 
ers, but  has  said  that  he  will 
look  at  such  a  code  being  pre- 
pared by  the  Access  Commit- 
tee for  England  and  others. 

Education 

Education  minister  Robin 
Squire  gave  assurances  that  the 
paper  that  the  Department  for 
Education  will  publish  setting 
out  the  criteria  under  which  the 
new  Teacher  Training  Agency 
will  fund  training  courses  will 
take  into  account  the  new  Code 
of  Practice  on  special  needs. 

He  also  said  no  decisions 
had  yet  been  made  as  to 
whether  the  TTA  would  fund 
specialist  long  in-service 
courses,  such  as  those  for 
teachers  of  deaf  and/or  visu- 
ally impaired  children,  cur- 
rently funded  by  GEST. 

Jane  Oberman 
Deaf  Accord 
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From  communication  to 
curriculum  ... 


Over  the  last  few  months.  Sense  has  been  building  up  a 
comprehensive  list  of  publications  on  deafblindness  and  related 
issues.  We  can  now  offer  a  range  of  books  and  leaflets  covering 
subjects  as  diverse  as  communication,  development  and  the  theory 
of  aromatherapy  and  massage.  Here  are  just  some  of  the  titles 
available.  (Prices  include  postage  and  packing.) 


Deafblind  Infants  and  Children:  A 
Developmental  Guide 
J  M  Mclnnes  &  J  A  Treffry 
University  of  Toronto  Press 
1982  £13.50 

Regarded  by  many  as  a  seminal  work,  this  is 
a  comprehensive  reference  guide  for  par- 
ents, teachers  and  professionals  who  work 
or  live  with  children  who  are  deafblind.  It 
provides  day-to-day  guidance  and  sugges- 
tions on  techniques  and  methods  for  assess- 
ing children  with  multi-sensory  impairment, 
and  for  devising  programmes  to  help  them 
develop. 

Aromatherapy  and  Massage  for  People 
with  Learning  Disabilities 
H  Sanderson  and  J  Harrison 
Hands  On  Publishing 
1993  £9.50 

This  is  a  book  for  families  and  professionals 
alike,  giving  a  lively  and  informative  intro- 
duction to  the  ways  in  which  aromatherapy 
and  massage  can  be  used  with  people  who 
have  severe  and  profound  learning  disabili- 
ties. Not  just  about  theory,  this  book  is  full  of 
practical  examples  of  how  the  authors  and 
other  professionals  have  put  their  knowl- 
edge into  practice. 

Vision  for  Doing 
S  Aitken  and  M  Buultjens 
Moray  House  Publications 
1993  £14.00 

This  is  an  excellent  resource  for  those  who 
wish  to  know  more  about  visual  impair- 
ment in  the  context  of  multiple  disability. 
Well-explained,  it  provides  a  comprehen- 
sive 'how  to'  guide  on  visual  impairment 


linked  to  curriculum  development.  Those 
without  specialist  knowledge  should  find  it 
accessible;  specialists  will  find  something 
new. 

A  Sensory  Curriculum  for  Very  Special 

People 

F  Longhorn 

Souvenir  Press 

1988  £9.95 


This  book  describes 
work  in  the  sensory 
curricula  area  cur- 
rently underway  in 
special  schools  and 
their  settings  through- 
out the  United  King- 
dom. It  is  based  on 
practical  experience, 
and  reflects  an  ongo- 
ing, evolving  and 
changing  sensory  cur- 
riculum. 

Objects  of  Reference 
Adam  Okelf  ord 
RNIB 
1993  £3.80 

This  booklet  promotes  concept  development 
and  communication  skills  with  visually  im- 
paired children  who  have  learning  disabili- 
ties, and  outlines  one  method  of  teaching  com- 
munication skills  to  multiply  disabled  chil- 
dren by  assigning  specific  meanings  to  objects. 

If  you  would  like  to  know  more  about  these 
publications,  or  would  like  a  copy  of Sense's  full 
publications  list,  contact  Caroline  Edivards  at 
Sense  Head  Office. 


Royal  National  Institute  for  the  Blind 


Objects  of  Reference 

Promoting  communication  skills  and  concept 

development  with  visually  impaired  children 

who  have  other  disabilities 

(revised  edition) 


Adam  Ockelford 


RNI  Ii 

challenging  blindness 
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Sense  in  India 


Earlier  this  year  the  International  Office  of  Sense  was  created 

with  the  appointment  of  the  first  International  Officer.  In 

addition  to  trying  to  get  international  financial  support  for 

Sense's  work,  one  of  the  main  work  priorities  is  the 

development  of  services  for  deaf  blind  people  in  parts  of  the 

world  where  these  services  are  poor  or  non-existent.  Sense 

Council  recommended  that  the  first  country  to  look  at  should 

be  India.  In  July  Richard  Hawkes  (International  Officer),  Rodney 

Clark  (Chief  Executive)  and  Ann  Barnett  (formerly  of  the 

National  Deaf-Blind  League)  went  to  India  for  ten  days  to 

assess  what  possibilities  there  are  for  Sense  support. 


Beroz  Vacha,  Director 
of  the  Helen  Keller 
Institute 


There  are  many  ways  of  defining 
deafblindness  and  determining  num- 
bers of  deafblind  people.  In  the  United 
Kingdom  it  is  estimated  that  approximately 
40  per  100,000  people  are  deafblind.  If  the 
same  definition  were  applied  to  India  (popu- 
lation 919  million)  it  could  be  estimated  that 
there  are  approximately  367,600  deafblind 
people  in  that  country.  At  the  moment  in 
India  there  is  one  school  for  22  deafblind 
children.  The  Helen  Keller  Institute  for  Deaf 
and  Deafblind  (Bombay).  Established  in  1977 
the  Helen  Keller  Institute  offered  the  first 
specific  support  for  deafblind  children  in 
the  whole  of  Asia.  The  Institute  started  in  the 
home  of  one  of  the  teachers  with  an  initial 
budget  of  150  Rupees  (£3  using  current  ex- 
change rates!)  and  provided  for  two 
deafblind  children  and  one  deaf  child.  The 


initiative  came  from  Mrs  Beroz  Vacha,  the 
current  Director,  who,  as  a  teacher  of  the 
deaf,  happened  to  come  across  a  deafblind 
child.  Being  committed  to  the  concept  of 
education  being  a  fundamental  right  to  eve- 
ryone she  determined  to  establish  a  service 
which  could  support  the  needs  of  multi- 
sensory  impaired  children. 

In  1980  the  Institute  moved  to  new 
premises  in  a  Municipal  School  Building  in 
Byculla,  a  suburb  of  Bombay,  where  it  is  still 
based.  The  school  has  two  sections  -  one  for 
the  deaf  and  the  other  for  deafblind  chil- 
dren. Over  the  years  a  total  of  162  children 
have  been  educated  at  the  school  and  there 
are  currently  40  children  in  the  Deaf  Section 
and  22  in  the  Deafblind  Section. 

The  Deafblind  Section  offers  individual- 
ised teaching  strategies  to  meet  the  needs  of 
each  child.  There  are  27  teachers  for  the  22 
children.  The  programmes  concentrate  on: 

•  Total  Communication  (sign  language,  fin- 
ger-spelling etc) 

•  Literacy  (learning  to  read  and  write 
Braille) 

•  Mobility  (exploring  the  environment,  us- 
ing a  stick) 

•  Body  awareness 

•  Self-care  and  self-help  skills 

•  Pre-vocational  opportunities  for  improv- 
ing cognitive  motor  skills. 

The  deafblind  children  currently  live  in  a 
special  residential  centre  approximately  one 
hour's  drive  from  the  school. 
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The  school  was  recently  allotted  one  acre 
of  land,  in  another  part  of  Bombay,  by  the 
Regional  Government.  The  plan  is  to  build  a 
new  centre  on  this  land  which  will  house  the 
school,  accommodation  for  the  children, 
group  homes  for  young  adults,  a  family 
advisory  service  and  an  assessment  centre. 
The  building  has  been  designed  and  work 
will  start  later  this  year. 

Sense  in  India 

It  is  proposed  that  there  are  two  ways  in 
which  Sense  can  help  improve  the  situation 
in  India: 

1  to  assist  in  the  establishment  of  a  pro- 
gramme to  develop  services  throughout 
the  country 

2  to  help  raise  funds  for  the  Helen  Keller 
Institute's  new  building. 


The  Development  Programme 

One  specialised  deafblind  school  is  simply 
not  enough  for  a  country  the  size  of  India .  At 
the  school  in  Bombay  there  are  children 
from  Madras;  which  would  be  comparable 
to  living  in  Newcastle  and  attending  school 
in  Madrid. 

There  is  certainly  a  need  and  the  will  to 
develop  services  in  other  cities.  While  in 
India  the  delegation  from  Sense  had  many 
meetings  with  different  government  and 
non-government  organisations.  The  Gov- 
ernment of  India,  through  the  Ministry  of 
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Welfare,  is  very  keen  to  be  involved  with 
Sense;  the  Helen  Keller  Institute  wants  to 
develop  wider  afield  than  Bombay  and  the 
National  Association  of  the  Blind  is  plan- 
ning a  national  programme  for  visually  im- 
paired children  with  additional  disabilities. 
Under  discussion  at  the  moment  is  the 
possibility  of  employing  an  Indian  Develop- 
ment Officer  to  be  based  in  Bombay  and 
spend  time  assessing  the  overall  situation 
before  recommending  more  concrete  pro- 
posals for  specific  projects.  The  International 
Officer  will  be  approaching  the  Oversees 
Development  Administration,  the  European 
Union  and  other  possible  development 
hinders  about  the  financing  of  such  a  pro- 
gramme. 

New  Buildings 

Earlier  this  year  Sense  Council  agreed  to 
adopt  the  new  building  in  Bombay  as  a 
project  to  fundraise  for.  The  International 
Officer  and  the  Fundraising  Department  will 
be  co-ordinating  this.  Obviously  finances 
raised  for  work  in  the  United  Kingdom  will 
not  be  used  to  fund  work  overseas;  but  it  is 
strongly  felt  that  there  are  a  number  of  trusts, 
individuals  and  companies  who  would  spe- 
cifically like  to  be  involved  in  work  in  India. 
It  is  these  previously  unaccessed  financial 
sources  which  will  be  approached  concern- 
ing the  new  development  in  Bombay. 

For  more  information  about  the  situation 
in  India  or  Sense's  proposed  involvement, 
please  contact  Richard  Hawkes,  Sense  Inter- 
national Officer.  ■ 


One  specialized 
deafblind  school  is 
not  enough  for  a 
country  the  size  of 
India 
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Usher  in  the  deaf 

community 


On  Friday  8th  July,  six  deaf  women  were  awarded  certificates  in  recognition  of  their 

successful  completion  of  an  advocacy  training  course  run  by  The  Usher  in  the  Deaf 

Community  Project.  Television  personality  Gavin  Campbell  presented  the  certificates 

which  marked  the  fruition  of  several  months  of  hard  work.  Perhaps  more  significant 

was  that  this  marked  the  beginning  of  a  very  important  development  in  the 

understanding  of  Usher  syndrome,  particularly  in  the  Deaf  community. 

The  project  began  in  1991  as  a  collaborated  effort  between  the  British  Deaf  Association 

and  Sense  Usher  Syndrome  Services.  Sarah  Reed,  the  Training  Officer  has  been 

responsible  for  developing  and  running  the  advocacy  course  while  Nick  Sturley, 

Materials  Officer,  has  created  a  range  of  information  leaflets  which  explain  about  Usher 

syndrome,  and  are  more  suited  to  deaf  people.  Sarah  sheds  some  light  on  the  issues. 


Interview  by 
Yvonne  Agyakwa 


QWhat  other  things  apart  from  the  train- 
ing of  advocates  do  you  hope  to  do  to 
assist  people  with  Usher? 

I  would  like  to  see  more  Usher  people  on  the 
courses  so  that  they  can  advocate  their  needs 
to  the  Deaf  Community.  I  would  also  like  to 
see  more  men  on  the  courses.  I  would  like  to 
see  the  skills  developed  by  the  project  being 
used  in  other  areas  of  Sense,  such  as  the 
residential  homes,  training  and  holidays. 

QWhat  do  you  hope  will  happen  with 
the  project  in  the  future? 

I  do  hope  that  the  project  will  be  able  to  work 
in  many  different  parts  of  the  UK  and  Eu- 
rope. The  fact  that  two  Usher  people  are  in 
the  two  responsible  posts  of  the  project 
(Training  Officer  and  Materials  Officer)  is 
an  achievement.  It  shows  that  despite  hav- 
ing Usher,  we  a  re  able  to  meet  the  challenges 
and  high  standards  that  our  work  demands. 
Having  Usher  and  being  British  Sign  Lan- 
guage users  ourselves,  we  are  able  to  put 
across  ideas  better  to  other  people  and  our 
experiences  and  skills  make  a  lot  of  differ- 
ence. 


I  hope  that  people  will  recognise  what  the 
Project  can  offer  and  that  it  can  continue  to 
develop  into  many  different  areas.  It  has 
been  commented  that  even  hearing  people 
have  found  our  information  leaflets  com- 
fortable and  very  easy  to  understand.  Peo- 
ple who  have  learning  difficulties  have  been 
able  to  follow  the  information  as  well. 

QThe  first  object  of  Usher  syndrome  in 
the  deaf  Community  Project  is  "to 
promote  education/awareness  among  Brit- 
ain's Deaf  Sign  Language  using  commu- 
nity about  Usher  syndrome".  Why  has  there 
been  so  little  information  for  BSL  users 
about  Usher? 

Before  the  project  was  set  up,  information 
readily  available  from  Sense  was  all  mainly 
in  English  with  very  few  pictures.  There 
were  also  very  few  subtitled  videos,  and 
some  without  subtitles  at  all!  BSL  is  very 
visual.  Sign  Language  is  used  along  with 
eye  contact,  facial  expressions,  body  lan- 
guage, etc.  for  those  whom  BSL  is  a  first 
language.  They  get  a  better  concept  from 
visual  information  than  from  using  English. 
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Of  course,  deaf  people  can  be  bilingual,  but 
they  understand  better  if  it  is  presented  to 
them  in  their  'mother-tongue'. 

How  has  the  project  helped  to  in- 
crease understanding  of  Usher? 

There  have  been  awareness  workshops 
where  facts  about  Usher  were  explained. 
We  gave  out  simulated  spectacles  which 
helped  to  understand  the  communication 
and  mobility  problems  faced  by  people  with 
Usher.  All  of  these  workshops  were  pre- 
sented in  BSL. 

The  training  of  deaf  volunteers  has  re- 
sulted in  them  being  able  to  spread  informa- 
tion to  other  deaf  people,  and  they  are  also 
able  to  support  Usher  people  who  come  to 
them  for  advice  and  help.  The  BDA  provides 
support  and  access  to  any  Usher  person  who 
wishes  to  be  part  of  the  deaf  world.  By  doing 
so  at  meetings,  conferences  and  at  courses, 
they  are  setting  a  good  example  for  other 
deaf  participants  to  follow. 

QWhat  common  mistakes  do  people 
make  about  Usher? 

Because  they  look  so  normal,  people  do  not 
realise  that  Usher  people  have  a  restricted 
visual  field.  They  are  sometimes  labelled 
'clumsy',  not  realising  that  it  is  due  to  their 
vision.  Communication  becomes  very  diffi- 
cult and  people  do  not  know  how  they  can 
adapt  to  their  needs.  Sometimes,  they  are 
labelled  'stupid'  when  many  Usher  people 
are  really  very  intelligent. 

Qln  July,  the  first  advocates  qualified 
from  your  training  project,  how  does 
the  training  help  deaf  people  to  be  better 
communicators? 

The  training  is  given  in  BSL.  This  means  that 
the  trainees  are  able  to  grasp  as  much  of  the 
many  different  issues  as  they  would  in  Eng- 
lish. They  can  then  present  that  information 
in  their  own  way  to  other  deaf  people .  Many 
of  them  are  in  occupations  where  they  deal 
directly  with  Usher  people  and  are  able  to 
'educate'  their  deaf  colleagues  about  the 
needs  of  Usher  people. 

QWhen  are  you  training 
more  people? 

In  our  fourth  year  of  the  project,  there  will  be 
another  course  to  train  more  deaf  advocates. 


It  will  probably  be  aimed  at  people  living  in 
the  north  of  England  but  people  from  other 
areas  will  be  welcome  to  take  part.  Although 
the  last  course  was  in  the  south,  it  had  two 
participants  from  Middlesborough  and 
Bradford. 

Sarah  is  currently  working  on  developing  a 
training  programme  for  deaf  people  to  be- 
come relay  interpreters  whose  role  it  will  be 
to  follow  BSL  and  then  relay  the  details  to 
people  with  Usher  in  smaller  groups.  The 
relay  interpreter  will  also  keep  the  Usher 
people  aware  of  the  environment  so  that 
they  know  what  is  happening  outside  their 
visual  field.  Sarah  is  also  involved  in  the 
development  of  signs  for  medical  terminol- 
ogy relating  to  Usher.  Not  surprisingly,  all 
the  aims  of  the  project  have  so  far  been 
successfully  achieved,  thanks  to  the  sheer 
determination  of  its  staff,  Sarah  and  Nick, 
for  whom  this  has  been  a  satisfying,  chal- 
lenging and  thoroughly  enjoyable  experi- 
ence. 
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Advocates  complete  training 


Receiving  their  certifi- 
cates from  Sense's  Vice 
Chairman,  Gavin 
Campbell  on  comple- 
tion of  their  training  as 
advocates,  and  joined 


by  Mary  Guest,  Sense 
Project  Manager,  and 
Austin  Reeves,  BDA 
Vice  Chairman,  are 
trainees  Jane  Walton, 
Janet  Merrifield,  Anne 


If  you  would  like  to  know  more  about 
the  Usher  in  the  Deaf  Community  Project, 
contact  Sarah  Reed  at  Sense  on  Minicom 
071-272  3260  or  Fax  071-272  3860.  Nick 
Sturley  can  be  contacted  at  BDA  on  Tel: 
0228  28719/48844  (Voice/Text)  or  0228 
41420  (Fax). 


Grummit,  Anita 

Latton,  Elizabeth  Can- 
non and  Pamela 
Morgan  with  Nick 
Sturley  and  Sarah  Reed 
the  project  managers 
and  Rodney  Clark, 
Sense's  Chief  Execu- 
tive. All  the  advocates 
are  deaf  volunteers 
who  participated  in  the 
scheme  as  part  of  the 
Usher  Syndrome  in  the 
Deaf  Community 
project. 
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Places  to  go 
people  to  see 


With  Summer  over  for  another  year,  many  people  are  already  beginning  to 

plan  a  winter  break,  or  even  book  their  annual  holiday  for  next  year.  Talking 

Sense  thought  it  would  try  to  compile  a  list  of  places  to  visit,  either  for  days 

out  or  for  a  holiday,  that  are  particularly  suitable  for  people  with  sensory 

impairments  and  additional  handicaps. 

We  have  tried  to  cover  most  of  the  country,  so  that  wherever  you  are  at  least 

one  of  the  places  should  be  within  easy  travelling  distance;  and  all  should  be 

accessible  to  wheelchairs  and  provide  fun  for  every  member  of  the  family 

(with  the  possible  exception  of  very  young  children). 

Because  there  are  so  many  great  places  to  see  we  have  split  this  pull  out  and 

keep  feature  into  two  parts  -  so  don't  worry,  the  winter  edition  of  Talking 

Sense  will  cover  Scotland  and  the  Borders,  Wales,  The  Midlands,  London  and 

Ireland.  If  you  have  a  favourite  venue  that  we  have  neglected  to  mention  so 

far,  please  do  let  us  know  and  we  can  publish  the  details  in  the  next  issue. 

Center  Pares 


Holidays 

(see  also  River  Dart  Country 
Park  under  South  West) 
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Center  Pares  have  three  complexes  in  Britain: 
Elveden  lies  in  the  heart  of  Constable  country 
just  off  the  A45  on  the  All  near  Thetford;  Sher- 
wood Forest  complex  is  just  off  the  A614  between 
Ollerton  andNottingham  and  the Longleat  center 
is  off  the  A362  outside  Warminster. 

Center  Pares  offer  a  complete  family  holiday 
or  short  breaks  all  year  round. 

There  are  a  whole  range  of  activities  to 
suit  every  member  of  the  family  from  sport- 
ing pursuits  like  golf,  water  sports,  horse 
riding  and  BMX  tracks  for  cycling  to  country 
walks  through  the  surrounding  forests  and 
lakes  and  adventure  playgrounds  for  the 
children. 

They  have  a  huge  dome  which  houses  an 
exotic  landscape  filled  with  safe  shallow 
pools,  rapids  for  the  adventurous  and  a 
warm  whirlpool  to  relax  in.  There  is  also  a 
spa  for  frazzled  parents  or  to  let  your  child 
experience  aromatherapy  and  massage. 
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Because  the  whole  village  and  surround- 
ing woods  and  lakes  are  enclosed  for  the 
exclusive  use  of  those  staying  at  the  park  it's 
a  very  safe  environment  for  children,  who 
are  able  to  experience  the  sort  of  freedom 
that  we  took  for  granted  in  our  youth.  The 
heated  dome  ensures  that  whatever  time  of 
year  you  choose,  you  are  not  at  the  mercy  of 
the  great  British  weather. 

At  Center  Pares  you  have  your  own  villa 
and  can  choose  from  self  catering  or  using 
their  extensive  restaurant  facilities.  Some  of 
the  villas  are  specially  adapted  for  less  able 
holiday  makers  and  the  whole  park  is  acces- 
sible by  wheelchair. 

Prices  vary  from  £691  per  week  for  four 
people  at  peak  season  to  £423  for  the  same 
holiday  in  March  at  the  Elveden  complex, 
with  cheaper  prices  at  the  two  other  parks. 

Tor  further  details  Tel:  0272  244  744 


Churchtown  Outdoor  Adventure 
Centre 

Churchtown  is  situated  at  Lanlivery  which  is  off 
the  A390  between  Lostwithiel  and  St.  Austell. 

Churchtown  (part  of  The  Spastics  Society)  is 
unique.  It  is  Europe's  premier  accessible 
adventure  centre  designed  for  people  with 
special  needs.  Churchtown  offers  a  range  of 
options  from  group  holidays  to  family 
breaks,  or  courses  for  individual  participa- 
tion. 

Staff  are  all  highly  qualified  and  experi- 
enced in  leading  a  wide  range  of  exciting 
and  enjoyable  outdoor  activities  such  as 
absailing,  hiking,  riding,  climbing,  canoeing 
or  gentler  pursuits  like  dancing,  drawing, 
bird  watching  cooking  and  gardening. 

Once  you  are  there  Churchtown  caters 
for  all  your  needs;  special  diets  can  be  ar- 
ranged, assistance  with  personal  care  is  avail- 
able from  a  qualified  care  team,  a  nurse  is  on 
duty  all  through  the  night  and  all  the  rooms 
are  equipped  with  an  emergency  button  to 
summon  assistance. 

They  also  have  specialist  equipment  such 
as  hoists,  waterproofs,  mobility  aids,  adjust- 
able beds,  shower  trolleys  etc.  and  a  fleet  of 
specially  adapted  mini  buses. 

You  can  design  your  own  programme  of 
activities  or  leave  the  selection  to  the  ex- 
perts, the  length  of  your  stay  will  of  course 
determine  the  number  of  things  you  can  fit 
in. 


Prices  are  £300.00  per  week  from  November 
to  March  with  a  daily  rate  of  £60.00  (the  cost 
for  an  enabler  accompanying  is  £80.00)  and 
£350.00  per  week  from  April  to  October 
(enabler  £150.00). 

For  further  information  Tel:  0208  872148 
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Churchtown  - 
opportunities  you 
only  dreamed  about 


The  North 
of  England 

Harewood  House  and  Gardens 

Harewood  House  is  7  miles  from  Leeds  and 
Harrogate  on  the  A61.  There  is  a  bus  service 
every  30  mins'from  Leeds  City  centre  and  Har- 
rogate. 
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Houlgate  Village  at 
Murton  Park  - 
experience  the  Dark 
Ages  at  first  hand 


Harewood  House  and  Gardens  continued 

Harewood  House  is  a  beautiful  18th  century 
stately  home  with  renowned  gardens.  Of 
particular  interest  to  people  who  are 
deafblind  is  the  Tropical  House  where  lush 
plants  and  flowers  flourish  in  a  hot  house 
atmosphere;  the  staff  at  Harewood  con- 
firmed that  they  would  be  happy  for  people 
with  sensory  impairments  to  touch  and  smell 
the  plants.  The  Tropical  House  also  has  birds 
flying  freely  throughout  it. 

The  gardens  at  Harewood  are  beautiful 
with  plenty  to  feel  and  smell;  there  are  also 
boat  trips  on  the  lake;  a  toddlers  playground 
and  an  adventure  playground  for  older  chil- 
dren, as  well  as  the  house  which  features 
spectacular  plaster  ceilings  and  18th  cen- 
tury furniture. 

Harewood  try  to  ensure  that  visitors  with 
special  needs  are  able  to  see  as  much  of  the 
house  and  gardens  as  possible,  and  ask  you 
to  seek  out  a  member  of  staff  if  you  are 
experiencing  any  difficulties. 

Harewood  House,  Terrace,  gallery  and 
Church  open  daily  from  11am  and  the 
Grounds  and  Bird  garden  open  from  10am  - 
last  admission  4.30pm. 
Admission  is  £5.75  per  adult  £3.00  per  child 
or  £16.00  for  a  family  ticket. 

There  are  lots  of  special  events  at  Harewood 
throughout  the  year,  for  further  details  Tel: 
0532  886331 


Eureka 


Eureka  is  at  Discovery  Road,  Halifax  and  can  be 
reached  by  car,  bus  or  train. 

Eureka  is  the  first  hands-on  museum  de- 
signed especially  for  children. 

Wherever  you  go  in  Eureka  you  can  touch 
listen  and  smell  as  well  as  look.  You  can  work 
on  a  factory  production  line;  feed  a  giant 
mouth  to  find  out  what  happens  to  the  food 
you  eat;  able  bodied  people  can  even  find  out 
what  it's  like  to  have  a  disability.  Explore  the 
world  of  communication  using  speaking 
tubes,  send  distress  messages  and  use  fax 
machines,  or  visit  the  music  box  where  your 
every  touch  will  make  amazing  sounds. 

Eureka  won  the  visitor  attraction  of  the 
year  award  in  93'  and  is  an  inquisitive  child's 
paradise. 

Open  7  days  a  week  Mondays  10am-2pm, 
Wednesdays  10am -7pm,  rest  of  week  10am 
-5pm. 

Admission  is  £4.50  for  adults  £3.50  for  chil- 
dren, under  3's  go  free. 

For  further  information  Tel:  0426  983191 

Murton  Park 

Murton  Park  is  situated  to  the  East  of  York  just 
off  the  main  York  ring  road  on  the  A166  to 
Bridlington. 

Murton  park  houses  a  number  of  attractions 
in  one  area.  The  Yorkshire  Museum  of  Farm- 
ing has  reconstruction's  of  an  old  vets  sur- 
gery, forge  and  chapel  and  livestock  such  as 
sheep,  poultry,  pigs,  cattle  and  horses  which 
you  can  see  at  close  quarters. 

There  is  also  a  light  railway  which  is 
manned  by  enthusiasts  every  weekend  with 
free  rides  on  Sundays  from  April  to  October. 

Houlgate  Village  is  a  reconstruction  of  a 
Dark  Age  settlement  which  aims  to  bring 
history  to  life  through  role  play  and  craft 
displays.  Staff  are  all  in  costume  and  will 
explain  their  way  of  life  and  demonstrate 
the  skills  of  a  1000  years  ago.  There  is  also  a 
primitive  farm  stocked  with  rare  breeds  of 
sheep  and  pigs  -  be  warned  the  mud  in 
winter  is  real  as  well  so  come  prepared. 

The  Park  offers  a  full  programme  of  spe- 
cial events  throughout  the  year.  Children 
can  feed  the  lambs  in  the  spring  and  work  as 
peasants  in  the  village  every  summer.  There 
are  also  craft  demonstrations  most  week- 
ends. Snacks  and  light  meals  are  served  in 
the  farmhouse  kitchen. 
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Murton  park  has  full  disabled  facilities. 

The  park  is  open  9.30am  -  5.30pm  every  day 
except  Christmas  day  and  Boxing  day.  Ad- 
mission is  £2.80  for  adults  and  £1.50  for 
children,  a  family  ticket  is  £7.00.  This  gives 
you  entry  to  all  three  attractions  and  parking 
is  free. 

For  more  information  Tel:  0904  489966 


CENTRAL  & 
EASTERN  ENGLAND 

Snibston  Discovery  Park 

Snibston  Discovery  Park  is  on  theA50  Leicester 
to  Ashby  road  at  Coalville  just  west  of  Leicester. 

Snibston  is  the  UK's  largest  science  and  in- 
dustry museum  and  includes  an  outdoor 
science  playground. 

There  are  more  than  20  hands-on  exhibits 
based  on  themes  of  the  weather,  environ- 
ment and  your  body;  chosen  so  that  people 
can  learn  about  science  through  familiar 
objects.  The  Park  also  has  a  transport  section 
with  horse  drawn  vehicles,  railway  engines 
and  aircraft. 

It's  ideal  for  visitors  with  special  needs  - 
the  facilities  include  Braille  labels  in  the 
galleries,  touch  table  exhibitions  and  taped 
guides.  There  is  wheelchair  access  to  the 
park's  own  fishing  lagoon,  or  if  you  don't 
fish  you  can  follow  the  nature  trail  around 
the  edge  of  it. 

The  park  is  open  from  10am  -  6pm  every  day 
except  Christmas  day  and  Boxing  day.  Ad- 
mission is  £4.00  for  adults  and  £2.75  for 
children  (under  5's  are  free),  a  family  ticket 
is  £10.00. 

For  further  information  Tel:  0530  813256 

Farm  World 

Farm  World  at  Oadby  is  three  miles  south  of 
Leicester  city  centre,  six  miles  from  the  M1/M69 
junction  21  and  is  signed  from  the  A6  and  A47. 

Farm  World  at  Stoughton  Grange  Farm  Park 
in  Oadby  is  a  real  working  dairy  farm  where 
3,500  litres  of  milk  are  produced  each  day.  It 
offers  a  great  day  out  for  the  family;  as  well 
as  the  serious  business  of  dairy  farming 


there  are  other  animals  to  see  such  as  rare 
breeds,  pigs,  goats,  poultry,  rabbits,  guinea 
pigs,  a  shire  horse  and  Shetland  ponies.  You 
can  have  rides  on  a  shire  horse  and  cart  and 
enjoy  lakeside  and  woodland  walks  around 
the  park.  Children  have  their  own  farmyard 
adventure  playground  and  acres  of  park- 
land to  play  in. 

One  of  the  big  highlights  is  milking  time 
where  there  is  a  demonstration  cow  for  the 
public  to  milk.  There  are  also  craft  demon- 
strations and  a  forge  to  add  to  the  country 
atmosphere. 

The  farm  is  open  every  day  apart  from  Christ- 
mas day  and  Boxing  day  from  10am  -  5pm. 
Admission  is  £4.00  for  adults,  £2.25  for  chil- 
dren 5-15  and  £1.50  for  2-4's  (under  2's  go 
free). 

For  more  information  Tel:  0533  710355. 
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Try  your  hand  at 
milking  on  Farm 
Worlds  'public'  cow 


Sacrewell  Farm  and  Country 
Centre 

Sacrewell  is  ojftheA47, 8  miles  west  of  Peterbor- 
ough, and  is  signed  from  the  Al  and  A47. 

Sacrewell  Farm  and  Country  Park  offers  a 
superb  day  out  for  families.  Children  can 
meet  the  farmyard  animals  and  enjoy  many 
hands  on  farming  bygones.  There  are  farm, 
nature  and  general  interest  trails  to  follow,  a 
maze  to  get  lost  in  and  trampolines,  rounda- 
bout and  swings.  The  visitors  centre  is  also 
full  of  toys  to  amuse  small  children. 

Open  from  9am  -  9pm,  admission  is  £2.00 
for  adults  and  £1 .00  for  children  11-16  years, 
children  2-10  years  50p. 

For  more  information  Tel:  0780  782222 
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Rutland  Water 

Rutland  Water  is  tzco  miles  from  Oakham  off  the 
A606  and  is  signed  from  the  Al  just  past  Peter- 
borough. 

Rutland  Water  can  be  enjoyed  by  everyone. 
Among  its  many  attractions  are  great  facili- 
ties for  water  sports;  beautiful  walks  and 
cycle  tracks  ,with  cycles  for  hire;  two  adven- 
ture playgrounds;  a  nature  reserve  and  a 
newly  built  butterfly  and  aquatic  centre 
where  butterflies  flit  round  seemingly  ob- 
livious to  the  visitors. 

Rutland  Water  has  excellent  facilities  for 
people  with  special  needs  including  disa- 
bled toilets  at  each  picnic  area,  a  pontoon  at 
Whitwell  and  f acuities  at  the  bird  watching 
centre  at  Egleton.  Anglian  water  also  spon- 
sor a  challenger  craft  specially  designed  for 
disabled  sailors.  Rutland  Water  hold  special 
days  for  visitors  with  different  needs  with 
all  sorts  of  sports  and  facilities  available. 

For further  details  and  a  programme  of events 
contact:  0780  460321. 


Rutland  Water 


SOUTH  EAST 


Howletts  and  Port  Lympne  Wild 
Animal  Parks 

Howletts  Park  is  at  Bekesbourne  off  the  A2,  3 
miles  past  Canterbury.  Port  Lympne  is  at  Lympne 
near  Hythe,  Off  exit  11  of  the  M20  south  of 
Ashford. 

Both  Howletts  and  Port  Lypne  Wild  Animal 
Parks  were  created  to  protect  and  breed  rare 
and  endangered  animals,  with  the  main 
purpose  being  to  introduce  them  back  into 
the  wild.  Visiting  the  parks  contributes  di- 
rectly to  their  conservation  work  by  ena- 
bling them  to  raise  vital  funds. 

f  fowlettspark  is  set  in  70  acres  of  ancient 
parkland  and  is  home  to  the  largest  captive 


Gorilla  group  in  the  world.  There  are  many 
other  species  at  Howlett  too  including;  Sibe- 
rian and  Indian  Tigers,  African  Elephants, 
Bongos,  Siamang,  Lemurs  and  Pythons. 
There  is  also  a  restaurant  and  tree  house  gift 
shop  -  both  with  disabled  access. 

Port  Lympne  is  in  300  acres  of  country- 
side overlooking  Romney  Marsh.  You  will 
be  able  to  see  Gorillas,  Atlas  Lions,  Black 
and  Sumatran  Rhino,  Asian  Elephants,  Ti- 
gers, Przewalski  horses  and  many  more  rare 
and  endangered  breeds.  There  are  fifteen 
acres  of  terraced  gardens,  a  restaurant  and 
art  gallery,  plus  a  beautiful  country  house  to 
look  around.  Safari  trailer  rides  are  usually 
available. 

The  parks  are  open  from  10am  every  day 
except  Christmas  day.  Admission  is  £6.00 
for  adults,  £4.50  for  children  aged  4-14 
(children  under  4  are  free)  and  £19.00  for  a 
family  ticket. 

For  information  of  special  events  and  the 
children's  club  zoo  Fel:  0891  800  264647. 

The  South  of  England  Rare  Breeds 
Centre 

Tlie  Rare  Breeds  Centre  is  at  Highlands  Farm, 
Woodchurch  in  Kent  and  is  on  the  B2067  just  off 
the  A2070  which  joins  junction  10  of  the  M20 
after  Ashford. 

The  Centre  is  the  home  and  workplace  of  the 
Canterbury  Oast  Trust,  a  charity  determined 
to  give  less  able  people  an  equal  place  in 
society.  All  the  work  on  the  farm  is  done  by 
the  residents,  who  have  learning  disabili- 
ties. 

The  farm  houses  55  rare  British  farm 
breeds,  and  there  are  over  500  animals  for 
you  to  meet.  If  you  have  never  tickled  a 
sheep  under  the  chin,  held  a  new  chick  or 
scratched  a  pig's  ear,  you  can  at  the  Rare 
Breeds  Centre.  There  is  a  special  children's 
barn  which  includes  a  pig  pen  where  chil- 
dren can  play  with  the  piglets. 

There  are  also  woodland  walks  (through 
bluebells  in  the  spring),  tractor  rides  and  a 
toddlers  paddling  pool.  There  is  full  wheel- 
chair access  except  in  the  woods. 

Prices  are  adults  £3.00,  Children  85p  and 
Disabled  people  £2.50.  The  Centre  also  holds 
lots  of  special  events  -  phone  for  details. 

For  further  information  Tel:  0233  861493 
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The  Canterbury  Tales 

St.  Margaret's  Street,  Canterbury,  Kent.  A  car 
parkand  the  railway  station  are  both  within  a  few 
minutes  walk  of  the  tales. 

The  Canterbury  Tales  is  history  virtually 
brought  to  life  -  a  medieval  adventure  con- 
jured up  using  the  latest  electronic  tech- 
niques to  create  the  sights  sounds  and  smells 
of  the  14th  century. 

Wheelchairs  can  be  accommodated,  and 
there  is  an  adapter  which  fits  the  head  sets 
that  provide  commentary  for  the  hearing 
impaired,  though  there  are  no  interpreta- 
tion facilities  for  people  with  no  residual 
hearing.  People  with  visual  impairments 
will  be  allowed  to  touch  the  exhibits  (please 
confirm  in  advance),  and  there  are  also  the 
smells  of  the  14th  century  to  be  experienced! 

The  tales  are  open  7  days  a  week  throughout 
the  year. 

For  further  details  please  Tel;  0227464888  or 
fax:  0227  765584. 


SOUTH  WEST 

The  River  Dart  Country  Park 

The  park  is  a  mile  after  Holne  Bridge  which  is  on 
the  Two  Bridges  Road  towards  Ashburton  off  the 
A3  between  Plymouth  and  Exeter. 

Set  in  the  heart  of  the  Dart  Valley  is  the  90 
acre  site  which  makes  up  the  River  Dart 
Country  Park.  If  you  want  to  learn  a  new 
sport  or  just  fancy  some  excitement  in  the 
open  air  then  the  park  is  ideal.  All  the  sport- 
ing activities  are  supervised  by  fully  quali- 
fied staff:  and  you  can  take  your  pick  from 
canoeing,  archery,  caving,  the  tarzan  test  (an 
obstacle  course  through  the  trees),  orien- 
teering and  para  jumping,  climbing  and  ab- 
seiling or  shooting.  There  is  also  fly  fishing 
and  pony  riding  available  in  the  grounds 
(activities  are  during  the  summer  school 
holidays  only). 

For  the  younger  children  the  park  offers  a 
woodland  adventure  playground,  jungle  fun 
trail,  Kontiki  bathing  lake,  wondersledge 
rides  and  the  anaconda  and  thunder  runs. 

As  well  as  a  half  or  full  day  of  activities, 
the  park  offers  various  types  of  holiday  ac- 
commodation. 


The  park  is  open  from  Easter  to  the  end  of 
September  and  prices  range  from  £3.66  per 
adult  and  £2.85  a  night  per  child  for  low 
season  caravaning  or  camping,  with  electric 
hook  up  extra  at  £1 .70  per  night;  to  £4.95  and 
£3.70  respectively  in  the  high  season. 
Day  activities  are  £10.30  per  person  per  half 
day  and  £14.30  for  a  full  day  (advance  book- 
ing is  recommended). 

For  further  details  please  contact:  0364 
652511. 

The  Camomile  Centre 

The  Camomile  Centre  is  situated  near  Bovey 
Tracey  on  the  edge  of  Dartmoor. 

The  centre  provides  the  opportunity  for  chil- 
dren and  adults  with  special  needs  to  learn 
how  to  look  after  and  understand  animals  - 
encouraging  those  in  care  to  become  carers. 
In  taking  on  the  responsibilities  of  caring  for 
a  living  creature  the  students  improve  their 
self  esteem,  confidence  and  physical  skills. 

The  centre  has  three  ponies  to  ride  and 
two  donkeys  specially  chosen  for  their  friend- 
liness. There  are  also  chickens,  rabbits,  guinea 
pigs  and  a  farm  dog  and  cats. 

Supervision  is  usually  on  a  one  to  one 
basis  with  the  students  carer  or  staff  from 
the  centre,  and  students  are  supervised  at  all 
times. 

The  fees  are  £17.50  per  hour  for  one  student 
for  a  two  hour  period,  sessions  are  from 
10am  -  12am  Tuesday  to  Friday  and  from 
lpm  -  3pm  Monday  to  Friday. 

For  more  information  contact:  0626  83957. 
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The  Canterbury  Tales 


Howletts  Wild 
Animal  Park 


To  complete  your  coitntn/  wide  guide  of 
exciting  places  to  visit  see  the  next  issue. 
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Developments  at  the 
Family  Resource  Centre 


Community  care 
has  lead  to 
increased 
demands  on  the 
Family  Resource 
Centre,  and  this 
combined  with 
other  factors  has 
lead  to  a 
reassessment. 


The  Family  Resource  Centre  was  opened  in  the 

Autumn  of  1992  to  provide  a  range  of  services 

identified  by  families  as  areas  of  need  for  their 

children  and  themselves.  High  on  the  list  of  priorities 

identified  was  a  regular  respite  service  and  the 

demand  made  on  this  service  alone  has  justified  the 

time  and  effort  spent  in  establishing  Newark  Drive. 

Almost  two  years  on,  the  demand  on  respite  and 

developments  in  the  implementation  of  community 

care  by  health  boards  and  regional  authorities  has 

meant  that  we  have  had  to  reassess  the  balance  of 

the  services  we  provide  at  Newark  Drive. 


At  the  beginning  of  1994,  Greater 
Glasgow  Health  Board  and  Strath- 
clyde  Social  Work  Department  be- 
gan formal  discussions  with  us  about  pro- 
viding a  full-time  respite  service  following 
the  proposed  closure  of  a  hospital  on  the 
outskirts  of  Glasgow.  The  hospital  provided 
respite  to  a  number  of  families  and  children 
we  already  knew  and  to  others  we  are  get- 
ting to  know  better.  Strathblane  Hospital 
was  also  home  to  a  young  woman  of  19  and 
her  family  and  social  worker  wanted  her  to 
move  into  the  community.  A  place  is  booked 
in  one  of  the  new  Sense  Scotland  group 
homes,  with  the  Family  Resource  Centre 
providing  a  home  environment  in  the  short 
term. 

From  mid-May  we  have  also  been  able  to 
offer  a  full  programme  of  respite.  This  is 
now  a  much  more  formal  process  in  terms  of 


organisation  as  each  child  has  to  have  a 
Needs  Assessment  done  by  a  Social  Worker 
and  is  then  formally  referred.  It  is  fair  to  say 
that  we  have  a  huge  number  of  families 
interested  in  the  service  and  even  though  it 
is  now  full-time,  it  will  still  only  offer  five 
programmed  places  and  one  emergency 
place.  We  will  need  to  work  closely  with 
families  to  see  how  we  can  make  the  service 
work  as  fairly  as  possible.  We  will  continue 
to  work  with  statutory  agencies  to  see  what 
other  support  services  we  can  develop. 

Changes  to  the  current  use  of 
Newark  Drive 

These  changes  will  have  obvious  implica- 
tions for  all  families.  It  is  therefore  impor- 
tant that  we  try  to  ensure  that  traditional 
family  services  can  continue  to  operate  along- 
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side  the  new  residential  and  respite  service 
arrangements. 

Outreach  Advisory  Service 

Newark  Drive  will  remain  the  office  base  for 
the  outreach  advisory  team.  The  aim  is  still 
to  provide  and  develop  advisory  services 
throughout  Scotland  for  deafblind/ multi- 
ply impaired  children  and  adults,  their  fami- 
lies and  those  who  work  with  them.  We 
have  added  to  the  team  and  hope  to  develop 
the  advisory  service  further. 

Assessments  and  individual 
family  sessions 

These  sessions  will  continue  as  before  but 
with  some  slight  changes.  As  these  sessions 
are  usually  organ- 
ised in  advance,  it 
has  been  fairly  sim- 
ple to  implement  a 
booking  system  for 
the  use  of  the  activ- 
ity room,  splashpool 
and  other  equipment 
and  resources,  so 
that  this  does  not  in- 
trude on  the  residen- 
tial clients'  use  of  the 
shared  centre  facili- 
ties. 

Group  Events, 
Play  and 
Leisure 
Activities 

In  the  main  this  con- 
sists of,  at  present,  a 
pre-5's  group.  On  av- 
erage this  means  a 

maximum  of  six  children  attending  at  any 
one  time  with  approximately  ten  adults.  The 
number  of  adults  includes  volunteer  work- 
ers who  help  to  care  for  the  children  whilst 
their  parents  are  involved  in  other  group 
activities. 

These  group  events  are  at  present  ar- 
ranged on  a  six-weekly  basis,  usually  for 
about  34  hours.  The  facilities  currently  used 
are  the  lounge,  activity  room  and  the 
splashpool. 

A  maximum  of  sixteen  children  can  at- 
tend Playdays.  This  total  will  include  broth- 
ers and  sisters.  We  also  hope  that  outings 
can  be  organised  during  the  summer  months 
to  widen  our  horizons. 

Residential  clients  can  choose  to  partici- 
pate in  the  leisure  activities  or  outings. 


Summary 

The  aim  of  this  article  has  been  to  look  at  the 
effects  that  providing  a  home  environment 
for  a  residential  client  and  the  provision  of  a 
full  time  respite  service  have  had  on  the 
original  proposals  for  the  Family  Resource 
Centre  at  Newark  Drive.  To  ensure  opti- 
mum flexibility  and  use  of  the  Centre  facili- 
ties for  all  clients  and  their  families,  where 
possible  the  resource  should  be  used  on  a 
planned  basis.  Good  planning  has  shown 
that  the  original  services  can  continue  -  and 
hopefully  expand  in  the  future.  ■ 

Linda  Annan, 

Principal  Officer,  Community  Services, 

Newark  Drive 
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Staff  and  friends  of  Sense  Scotland  otitside  the  Family 
Resource  Centre. 
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Change  to  Glasgow's 
Continuing  Education 

Services 


At  last,  it  looks  like  we're  finally  opening  the  new  resource  centre, 

which  has  been  a  twinkle  in  my  eye  ever  since  I  came  to  work  for 

Sense  Scotland!  However,  I'm  not  going  to  be  so  rash  as  to  give  a 

definite  opening  date  here  - 1  don't  want  to  tempt  fate  -  but  it 

should  be  offering  a  service  to  students  currently  living  in 

Overbridge  by  the  end  of  August 


In  addition  to  Overbridge  students,  the 
centre  will  offer  a  service  to  the  residents 
of  the  two  new  group  homes  being  built 
in  Strathclyde,  and  an  extra  three  places  will 
be  available  to  people  who  do  not  live  in 
Sense  Scotland  accommodation. 

So  what  will  the  centre  offer  and 
who  will  work  there? 

First  of  all,  the  centre  will  be  offering  what 
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Overbridge  staff  have  been  offering  all  along: 
a  client-centred  approach,  with  individual 
programmes,  according  to  individual  needs. 
The  centre's  main  function  will  be  to  en- 
hance the  educational  facilities  and  oppor- 
tunities currently  being  offered  to  students. 
A  fairly  wide  range  of  activities  will  be  of- 
fered, varying  from  formal  sessions  such  as 
language,  numeracy  and  literacy,  to  other 
areas  such  as  art,  massage /aromatherapy 
and  movement.  An  equally  important  as- 
pect of  the  development  of  the  centre  will  be 
to  make  the  students'  home  bases  more 
'homely',  rather  than  a  mixture  of  home  and 
education  centre.  Although  we  all  learn  dur- 
ing the  whole  day,  we  tend  to  have  distinct 
periods  when  we  learn  particular  types  of 
things  -  not  always,  but  in  general.  By  clari- 
fying the  different  nature  of  different  parts 
of  the  day,  it  is  hoped  that  students  will  be 
helped  to  maintain  interest,  and  to  antici- 
pate coming  events.  Activities  will  be  ap- 
propriate to  the  location  and  time  of  day  or 
week  when  they  take  place.  The  centre  will 
be  open  all  year  round,  but  the  formal  edu- 
cation programme  will  be  adjusted  for  holi- 
day periods,  and  will  offer  different  activi- 
ties at  these  times. 

The  design  of  the  centre  only  relates  slightly 
to  the  one  you  may  have  seen  in  Sense  Scot- 
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SENSE  SCOTLAND 


land's  Annual  Review  last  year,  since  that 
scheme  fell  through,  as  these  things  some- 
times do!  We  are  renting  space  in  a  large 
converted  factory,  currently  being  used  by  a 
range  of  small  businesses.  The  environment 
has  been  designed  to  be  as  flexible  as  possi- 
ble, so  that  the  use  of  rooms  can  easily  be 
changed  as  the  service  develops,  without 
incurring  great  costs.  It's  cheaper  to  antici- 
pate future  changes  now,  and  plan  for  them, 
rather  than  be  surprised  by  them  later!  So 
most  rooms  have  trunking  for  the  possible 
use  of  computers;  t.v.  points;  telephone  points, 
and  a  few  have  sinks.  All  rooms  (bar  two  of 
the  toilets)  are  wheelchair  accessible,  a  com- 
promise we  were  unhappy  to  make,  but  which 
was  necessary  to  increase  the  facilities  avail- 
able. Colour  coding  is  being  used  to  indicate 
the  use  of  various  types  of  activity  areas,  and 
textured  flooring  and  other  tactile  indicators 
are  also  being  incorporated. 

One  of  the  most  striking  aspects  of  the 
building  is  the  space  available!  As  in  any  flat 
or  house,  the  accommodation  at  Overbridge 
has  become  more  and  more  cramped  as  time 
has  gone  on,  and  the  place  will  probably 
heave  a  sigh  of  relief  once  the  staff  who  are 
to  be  based  at  the  centre  have  moved  out, 


along  with  their  filing  systems!  However,  it 
is  not  just  the  Support  Staff,  the  Head  of  the 
Day  Service  (Paul  Hart)  and  myself  who  will 
be  based  in  the  newly  converted  building  - 
all  the  Social  Tutors  will  be  involved  in  the 
running  of  some  sessions,  either  with  Sup- 
port Staff,  or  independently,  and  hopefully 
the  centre  will  be  seen  as  enhancing  the 
working  environment  of  all  staff,  as  well  as 
increasing  opportunities  for  students. 

Thanks  are  particularly  due  to  Sense  East 
and  Sense  Midlands  who  offered  so  much 
help  last  year  regarding  running  of  their 
further  education  centre.  Thank  you! 

So,  all  being  well,  and  as  long  as  we  and 
Strathclyde  Region  successfully  get  through 
the  unfamiliar  process  of  registering  a  day 
centre,  the  new  base  for  Glasgow's  day  serv- 
ices should  be  open  for  business  very  soon. 

For  information  contact: 
Megan  Wilson  or  Paul  Hart 
Unit  5,  Claremont  Centre 
Vermont  Street 
Kinning  Parkway 
Glasgow 

Our  new  telephone  number  will  be  circu- 
lated as  soon  as  we  have  it. 


The  new  centre 
will  enhance  the 
educational 
facilities  and 
opportunities 
currently  on  offer 
to  students. 


Ethics  Workshop 


Under  the  auspices  of 
IAEDB  and  with  funding 
through  European  Com- 
mission Helios  2,  Sense 
Scotland  is  hosting  a  small 
working  group  in  Glasgow 
during  October.  The  aim  is 
to  discuss  and  make  pro- 
posals on  the  subject  of  eth- 
ics and  values  relating  to 
those  working  with 
deafblind  people .  The  work- 
shop will  try  to  set  an  agenda 
for  the  future.  Some  of  the 
issues  for  discussion  could 
include: 

■  specific  issues  -  for  in- 
stance William  Green 
from  Liga  in  Italy  will 
present  on  the  ethical  is- 
sues arising  from  Bio- 
medicine  (e.g.  the  'new 
genetics') 

■  cross-cultural  issues  may 
come  up  with  'ethical 
universals',  or  it  may  be 


possible  to  describe  how 
ethics  and  values  may  dif- 
fer across  countries,  in  turn 
requiring  different  ap- 
proaches for  different 
countries 

■  ways  of  involving  people 
who  are  deafblind,  and 
their  families,  at  all  levels 
of  discussion 

■  to  suggest  whether  a  code 
of  practice  is  necessary, 
helpful  or  irrelevant 

■  consider  how  such  as  the 
UN  Convention  on  Chil- 
dren's Rights  and  other 
standards  might  apply 

■  personal  experiences 
about  specific  examples 
where  ethics  or  values 
were  identified 

We  would  also  like  to  open 
up  a  dialogue  with  Talking 
Sense  readers.  Do  you  have 


personal  experiences  which 
you  feel  could  be  helpful  in 
setting  the  agenda  for  ethics 
and  values  with  deafblind 
people?  Do  you  have  other 
kinds  of  experience  that  you 
feel  could  be  helpful  -  per- 
haps you  work  in  this  area,  or 
have  expertise  to  offer,  or  per- 
haps you  just  have  a  view?  If 
so,  write  to  me,  Dr.  Stuart 
Aitken  at  Sense  Scotland,  8 
Elliot  Place,  Clydeway  Cen- 
tre, Glasgow  G3  8EP.  I  shall 
then  try  to  collate  your  expe- 
riences and  reflect  them  in 
the  agenda  for  the  3  day  work- 
shop. 

Next  steps 

Two  firm  commitments  have 
already  been  made  at  which 
we  can  take  forward  this  im- 
portant work.  In  1995  at 
IAEDB  Cordoba,  Argentina 
Paul  Ennals,  Director  of  Edu- 
cation, Training  and  Employ- 


ment with  RNIB,  will  be 
present  a  Plenary  Session 
on  the  subject.  I  shall  be 
one  of  the  respondents 
(though  I  shall  not  be  there 
in  person,  Paul  and  myself 
will  try  to  make  a  coordi- 
nated presentation).  A  sec- 
ond forum  will  be  the  Sense 
Weekend  Away  in  Septem- 
ber, at  which  a  workshop 
will  hopefully  be  run  on 
this  subject  If  there  is  sub- 
stantial interest,  we  may 
be  in  a  position  to  write  up 
the  outcome  of  the  Octo- 
ber workshop  to  appear  in 
a  future  issue  of  Talking 
Sense. 

Stuart  Aitken 

Principal  Officer 

(Research  &  Practice) 
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YOUTH  PROJECT 
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Deaf  Accord  Youth  project 


Deaf  Accord  is  a  consortium  of 
organisations  representing 
people  with  a  sensory 
impairment.  It  has  recently 
launched  a  youth  work  project 
in  partnership  with  Friends  for 
the  Young  Deaf. 


The  project  aims  to  encour- 
age young  deaf  people  to  take 
an  active  part  in  the  work  of 
Deaf  Accord's  member  or- 
ganisations, and  help  raise 
awareness  of  deaf  issues  to 
hearing  young  people  and 
adults;  it  also  provides  train- 
ing to  enable  young  deaf  peo- 
ple to  develop  their  confi- 
dence and  other  personal 
skills  and  offers  further  train- 
ing to  those  who  want  to  go 
on  to  become  deaf  awareness 
tutors. 

Deaf  Accord  have  now  run 
three  training  weekends  with 
Friends  for  the  Young  Deaf. 
All  the  courses  ensure  that 
the  differing  needs  of  people 
who  are  deaf,  deafblind  (in- 
cluding Usher)  and  hard  of 
hearing  are  met  to  enable  eve- 
ryone to  get  maximum  ben- 
efit from  the  programme. 
Bringing  young  people  to- 
gether from  these  different 
groups  also  helps  strengthen 
communication  skills  and  in- 
creases understanding  and 
respect  for  each  others  needs 
and  culture. 

The  training  programme 
has  four  levels: 

1  Initiative 
(Weekend  course,) 

2  Leadership  Part  One 
(Weekend  course) 

'-,     [/-ad'rrship  part  I  ;;<> 


(Weekend  course) 

4    Deaf  awareness 

(Four  one-day  workshops) 

The  initiative  course  is  really 


qualities  and  abilities  be  it 
from  leading  their  group  or 
proving  the  best  engineer  of  a 
Lego  tower! 

Throughout  the  weekend 
communication  is  vital  -  the 
teams  can't  work  successfully 
without  it  and  BSL  interpret- 
ers, lipspeakers  and  deafblind 
supporters  are  all  on  hand  to 
ensure  that  each  participant 
is  able  to  get  the  most  from 
their  time.  However,  there  are 
periods  when  participants  are 
left  to  resolve  their  own  com- 
munication problems  -  a  valu- 
able experience  which  helps 
to  broaden  peoples  under- 


pointed  leaders  for  some  of 
the  tasks  and  the  rest  of  the 
group  have  the  chance  to  of- 
fer constructive  criticism  of 
their  leadership  potential.  The 
same  communication  support 
applies  for  this  course  as  for 
the  initiative  programme. 
There  will  be  a  Leadership 
Part  Two  course  and  a  Deaf 
Awareness  course  to  follow. 

If  you  are  interested  in  tak- 
ing part  in  any  of  the  courses 
described,  please  contact: 

Peter  Shaw,  Deaf  Accord 
Youth  Work,  c  /o  British  Deaf 
Association  38  Victoria  Place 
Carlisle  CA1  1FIU 


just  as  the  word  says  -  all  about 
get  up  and  go.  The  pace  is  set 
right  from  the  start  of  the 
weekend,  and  includes  sev- 
eral games  and  puzzles  to 
promote  team  work  and  ca- 
maraderie. 

The  games  and  puzzles  all 
involve  a  mixture  of  practi- 
cal, physical  and  mental 
stimulation  designed  to  bring 
out  each  persons  particular 


standing  and  outlook. 

The  Leadership  course  is 
the  next  stage  for  those  who 
have  undergone  the  initiative 
training.  The  course  looks  at 
what  makes  a  leader,  includ- 
ing famous  people  who  have 
made  it  in  their  specialist 
fields;  how  they  managed  it 
and  what  they  have  that  other 
people  don't?  (if  anything!) 

Some  of  the  group  are  ap- 


Students  discuss  an  initiative 
task. 


24  ■  Ialhn%  Senw  ■  Autumn  )994 


FEATURES 


How  many  social  workers 
does  it  take  to  change 
a  light  bulb?... 

Ian  Noble  has  been  trying  to  find  out 


Since  April  1993  I  have  been  studying 
for  the  Diploma  In  Social  Work,  the 
professional  qualification  that  has  now 
replaced  the  CQSW.  I  am  completing  the 
course  on  a  distance  learning  basis  with 
occasional  jaunts  up  to  my  University  base 
in  Aberdeen  to  attend  residential  blocks. 
This  part  time  course  takes  three  years  in- 
stead of  the  two  year  full  time  course  but  it 
does  have  its  advantages  -  like  the  fact  that 
you  still  get  to  work  for  Sense  Scotland  while 
you're  studying! 

The  first  year  of  the  course  was  mainly 
focused  around  applied  social  sciences  and 
psychology.  For  me  this  meant  a  return  to 
essay  writing  and  tons  of  homework  -  quite 
a  culture  shock  for  me  as  I  had  never  man- 
aged to  get  the  hang  of  'homework'  when  I 
was  a  schoolboy!  Fortunately  I  was  not  alone. 
My  fellow  students  had  come  onto  the  course 
from  a  variety  of  backgrounds  ranging  from 
service  in  the  armed  forces  to  residential  so- 
cial work  and  whilst  we  were  all  a  bit  anxious 
about  our  abilities  to  study  at  first,  we  soon 
found  that  between  us  we  actually  had  a  lot  of 
experience  and  resources  to  tap  into. 

At  the  start  of  my  second  year  I  had  to  go 
on  a  three  month  placement  in  a  social  work 
setting  that  was  unfamiliar  to  me.  The  objec- 
tive was  really  twofold.  Firstly,  I  needed  to 
see  if  the  practical  skills  and  knowledge  that 
I  had  acquired  with  Sense  Scotland  over  the 
years,  such  as  counselling,  were  transfer- 
able from  one  group  to  another.  Secondly, 
and  perhaps  most  importantly,  my  tutor 
wanted  to  know  if  I  had  actually  been  pay- 
ing attention  when  I  was  studying  child 
development,  social  construction  theory  and 
the  Social  Work  (Scotland  )  Act  ,1968. 

The  placement  that  I  was  given  was  at  a 
residential  school  for  boys  who  were  under 
compulsory  measures  of  care,  either  because 
of  difficulties  within  their  own  families  or 
because  they  had  committed  criminal  of- 


fences. I  was  working  as  a  residential  social 
worker  with  fourteen  to  sixteen  year  olds 
and  it  was  certainly  quite  different  from  the 
work  I  do  at  Sense  Scotland.  These  boys 
needed  a  lot  of  care  and  support  and  because 
of  their  poor  communication  skills  there 
was  quite  a  lot  of  challenging  behaviour. 
Sadly,  the  staffing  levels  were  very  low  - 
two  staff  to  twelve  or  thirteen  boys  and  this 
made  me  acutely  aware  of  how  lucky  we  are 
at  Sense  Scotland.  However,  as  a  student  I 
was  an  additional  member  of  staff  for  them, 
so  I  was  able  to  spend  quite  a  lot  of  time 
working  on  a  1:1  basis  with  individual  chil- 
dren, helping  them  to  talk  through  issues 
about  their  family  relationships,  drug  abuse 
and  'joy  riding'. 

The  placement  was  an  eye  opener  for  me 
and  I  certainly  left  with  a  much  better  idea  of 
practical  limitations  of  social  work  interven- 
tion and  the  need  to  constantly  challenge  the 
system. 

It  was  good  to  get  back  to  work  even 
though  things  are  even  more  hectic  than 
usual  with  summer  holidays  and  respite 
coming  at  us  from  all  angles! 

I've  now  got  a  year  and  a  half  still  to  go  on 
the  course  but  I  am  sure  that  it  will  be  useful 
in  the  long  run,  especially  with  the  introduc- 
tion of  community  care  legislation  and  care 
management.  I  am  already  finding  that  the 
course  has  given  me  a  useful  insight  into  the 
social  work  system  and  its  statutory  respon- 
sibilities to  provide  services  for  deafblind 
adults  and  children.  This  is  certainly  helpful 
when  I'm  involved  in  representation  issues 
for  families  and  individuals  across  Scotland. 

So,  if  you've  been  enjoying  the  peace  and 
quiet  over  the  past  few  months  I'm  sorry  to 
have  to  tell  you  that  I  am  now  back  at  Newark 
Drive.  By  the  way,  in  answer  to  the  original 
question  all  I  can  say  is  that  we  are  still 
counselling  the  light  bulb  to  see  if  it  really 
wants  to  be  changed.  ■ 


The  course  has 
made  me  realise 
how  lucky  we  are 
to  be  able  to  offer 
such  high  staffing 
levels  at  Sense. 
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FUNDRAISING 


Military  Manoeuvres  Make  Sense! 


Cpl.  'Mac'  Macdonald  539  ASRM  powers  up  to  deliver  their  cheque  to  Hilary  Pegler, 
Sense  SW  Appeals  Director 


The  Royal  Marines  539  As- 
sault Squadron;  the  United 
States  Marine  Corps,  and  the 
Army's  4th  Devon  and  Dor- 
set Regiment  have  all  been 
working  hard  to  raise  funds 
for  Sense  in  the  South  West. 
A  corporate  appeal,  armed 
combat  displays  and  spon- 
sored cycle  rides  have  been 
included  in  their  tactics. 

Receiving  the  money  from 
them  is  no  easy  ride.  The 
cheque  presentation  from  the 
Royal  Marines  in  the  style  of 
'and  all  because  the  lady  loves 
Milk  Tray',  took  place  at  over 
35  knots  as  they  powered  up 
the  River  Tamar  in  one  of  their 
Raiders.  A  Commando  on  a 
Jet-Bike  zipped  onto  the  back- 
wash, manoeuvred  alongside 
and  a  large  cheque  was  un- 
furled. All  of  this  was  cap- 
tured by  the  camera  man  per- 
ilously positioned  prone  on 
the  prow  of  the  Raider  and 
was  shown  on  Westcountry 
TV  news. 


The  Sense  SW  Branch  held 
their  AGM  on  July  6th  at 
Andlaw  House  in  Exeter, 
this  was  for  them  in  all 
senses  of  the  phrase  'a  dream 
come  true'.  Since  the  origi- 
nal founders  of  the  group  first 
had  the  idea  of  a  regional 
residential  centre  they  have 
all  worked  tirelessly  to 
achieve  their  aim.  Sitting  in 
the  spacious  daycare  centre 
the  smiles  were  broad,  and 
they  have  much  of  which 
they  should  be  proud. 

Mary  Holman  and  Barry 
Carpenter  from  the  branch 
opened  the  meeting  by  pre- 
senting Shaun  Gibbons  the 
new  Centre  Manager  and  Pe- 
ter Holman,  Development 
Officer  with  a  cheque  for 
£6000.  This  is  the  latest  result 
of  many  hours  of  energetic 
rundraising  -  and  by  the  end 
of  the  meeting  they  were  al- 
ready  discussing  ideas  for 
their  next  activity. 


A  Dream  Come  True 


Left  to  right:  Barry  Carpenter  and  Mary  Holman,  Sense  SW  Branch  present  their  cheque  to 
Shaun  Gibbons,  Centre  Manager  (seated)  and  Peter  Holman,  Development  Officer  (behind). 
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Roger  Mulholland  ...  Update 

Many  moons  ago  Talking  Sense  readers  had  the  dubious 
pleasure  of  reading  a  letter  about  our  younger  son,  Roger, 
which  was  written  when  he  was  about  nine  months  old,  and 
very  soon  after  our  introduction  to  Sense.  It  covered  briefly 
what  had  happened  thus  far,  and  some  of  our  thoughts  and 
feelings  about  what  the  future  might  hold.  Little  did  we 
know  how  prophetic  we  were  being! 


MEMBERS  NEWS 


After  ops'  for  this,  and  ops' 
for  that,  and  terrific  input 
from  many  people;  especially 
a  very  down  to  earth  and  prac- 
tical physiotherapist  who 
didn't  promise  anything  but 
wasn't  going  to  give  up;  we 
arrived  at  the  stage  where  we 
all  felt  Roger  needed  more 
than  we  could  provide  at 
home  in  order  to  build  on  the 
progress  he  had  made.  By 
now  we  had  a  little  boy  who 
was,  as  aimed  for,  nosy,  loved 
people,  and  independently 
self  confident  enough  not  to 
bat  an  eyelid  when  left.  There- 
fore arrangements  were  made 
for  Roger  to  start  in  the  nurs- 
ery class  of  the  local  assess- 
ment centre,  which  catered 
for  children  with  a  very  wide 
range  of  special  needs.  On  his 
first  day  he  simply  toddled 
in,  got  his  bearings,  and  then 
ignored  me!  In  fact  this  was 
the  same  experience  I'd  had 
with  our  elder  son  at  play- 
group -  relief  that  they're  not 
clinging  and  crying,  but  the 
ego  is  a  bit  bruised  - 1  wasn't 
indispensable! 

Roger  made  great  steps 
forward  at  the  nursery,  but  it 
wasn't  a  signing  environ- 
ment, and  we  felt  this  was  his 
greatest  and  most  urgent 
need.  The  best  way  for  Roger 
to  learn  to  communicate  was 
by  being  in  a  situation  where 
signing  was  the  norm.  So,  we 
started  making  noises  and 
picking  brains  left,  right  and 
centre  (thank  you  Sense  HQ 
and  Family  Centre  in  particu- 
lar) and  eventually  in  May  90 
he  became  a  weekly  boarder 
at  Whitefields  in 

Walthamstow.  I  won't  bore 
you  with  the  horrors  of  inces- 
sant roadworks  that  dogged 
various  parts  of  the  journey 
to  and  from  school  -  as  one  bit 


finished  another  bit  started; 
but  oh  boy,  did  it  bore  us!  It 
did  however  give  us  the 
chance  to  solve  one  of  the 
great  mysteries  of  life 
though . . .  We  came  to  the  con- 
clusion that  the  Department 
of  Transport,  when  first  or- 
dering their  orange  cones 
hadn't  quite  mastered  the 
decimal  system,  and  therefore 
by  misplacing  the  decimal 
point,  ordered  more  than  they 
had  planned.  Having  got 
them,  they  had  nowhere  to 
store  them,  other  than  on  the 
roads.  Once  an  orange  cone  is 
on  the  road,  you've  got  to  have 
a  hole,  whether  you  need  it  or 
not!  Our  other  thought  at  the 
time  was  "all  the  orange  cones 
have  gone  to  Brighton  for  their 
holidays!!"  Surprising  what 
you  think  of  when  you're 
bored. 

We  stuck  it  out  because  the 
environment  he  was  in  was 
right-  a  signing  environment, 
with  good  medical  back-up  on 
site,  as  he  was  still  coping  with 
living  with  uncorrected  Tetral- 
ogy of  Fallot,  frequent  middle 
ear  infections,  occasional  eye 
problems,  contact  lenses,  and 
the  usual  snuffles  etc.  that  all 
kids  get,  but  which  hit  him 
quite  hard.  Again  his  self  con- 
fidence and  independent  spirit 
saw  him  through  -  he  moved 
into  the  residential  house,  and 
again  I  was  surplus  to  require- 
ments! The  care  and  love 
shown  to  Roger  by  all  the  staff, 
but  especially  his  keyworker, 
John,  was  such  that  I  soon 
christened  him  'Deputy 
Mum'.  We  shared  the  ups  and 
downs,  we  laughed  and  cried, 
and  when  Roger  went  into 
Guy's  for  open  heart  surgery, 
I  think  John  was  more  terri- 
fied than  we,  his  parents,  were. 

In   his   inimitable  way 


Roger  bounced  back  to  school 
just  two  weeks  after  surgery, 
something  that  was  only  pos- 
sible because  of  the  confi- 
dence we  had  in  the  staff,  to 
be  observant  and  caring,  with- 
out being  claustrophobic.  Af- 
ter all,  Roger  was  now  poten- 
tially healthier  than  he'd  ever 
been.  His  heart,  for  the  first 
time,  was  (almost)  working 
properly. 

We  then  went  through  a 
fairly  traumatic  and  exhaust- 
ing time  as  a  family  -  not  be- 
cause of  Roger  this  time,  but 
my  mother.  Three  years  pre- 
viously she  had  part  of  a  leg 
amputated  in  an  attempt  to 
halt  the  spread  of  cancerous 
tumours,  she  now  became 
increasingly  ill,  and  died  five 
months  after  Roger's  op.  I  am 
so  glad  she  saw  him  at  his 
best,  even  if  by  then  she  found 
his  energy  a  little  difficult  to 
cope  with. 

Quite  soon  after  mother's 
death,  we  began  to  think  that 
maybe  Roger's  school  place- 
ment, excellent  though  it  had 
been  for  the  old  Roger,  was 
not  right  for  the  very  differ- 
ent child  we  had  on  our  hands 
now.  This  obviously  involved 
us  in  long  discussions  with 
many  people  -  all  of  whom 
put  their  points  of  view,  and 
the  consensus  of  opinion  was 
that  we  were  probably  right. 

Yes  you've  guessed  it!  We 
now  came  back  to  Sense  for 
more  brain  picking,  and  vis- 
ited several  possible  schools, 
some  near  home,  and  some 
not  so  near.  Eventually  we 
visited  RSD  Exeter,  which  im- 
mediately 'felt'  right,  in  the 


same  way  his  previous  school 
had  on  our  first  visit.  He  is 
now  happily  settled  - 1  think 
it  took  him  half  a  day  to  move 
in  -  and  is  really  benefiting 
from  the  faster  pace  all  around 
him.  It  involves  me,  (and  oc- 
casionally Peter  to  give  me  a 
break)  sitting  on  trains  almost 
non-stop  for  12  hours  every 
Monday  and  Friday  (no  more 
orange  cones,  but  frozen 
points,  flooded  track,  three 
train  breakdowns  ...  and 
that's  just  in  one  term!)  but 
British  Rail  syndrome,  symp- 
toms of  which  are  numb  bum 
and  cold  feet,  has  got  to  be 
worth  it.  Roger's  excitement 
and  pride  when  he  shows  us 
his  school  books  etc.  after  din- 
ner on  a  Friday,  and  the  way 
he  gallops,  cheering,  from  the 
taxi  to  his  classroom  on  a 
Monday  says  so  much.  We 
are  now  preparing  for  the  next 
stage  in  'life  with  Roger'  -  a 
house  move  to  Devon,  so  that 
we  don't  suffer  'British  Rail 
syndrome'  for  too  much 
longer. 

And  that,  as  they  say  is 
where  we're  at  -  a  pretty 
amazing  little  boy,  who  has 
been  helped  get  where  he  is 
by  innumerable  people,  but 
who  is  in  his  own  eyes  a  mix- 
ture of  Mowgli  (from  Jungle 
Book)  Dennis  the  Menace 
(Beano)  and  Superman  (you'll 
have  to  ask  the  school  about 
that  one!) 

We've  always  hoped  for  a 
lot  with  Roger,  but  never  ex- 
pected it.  However,  with  that 
track  record,  who  knows 
where  he's  headed. 

Jane  Mulholland 
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American  Journal  features  Deaf  blindness 


The  American  Journal  of  Visual  Impairment  &  Blindness  is  to 
publish  a  special  feature  on  deafblindness  in  the  first  half  of 
1995.  They  have  contacted  Sense  to  call  for  papers  on  the 
subject. 

The  editors  are  interested  in  all  aspects  of  deafblindness 
and  all  age  groups  from  birth  to  old  age.  Papers  based  on  both 
quantitative  and  qualitative  research,  programme  models  and 
evaluations,  reviews  of  literature  that  lead  to  new  conclusions, 
and  descriptive  papers  that  provide  readers  with  needed 
medical  and  clinical  knowledge  are  all  encouraged. 

We  should  be  able  to  send  them  some  quality  material,  after 


all  if  Sense  doesn't  know  about  the  subject  who  does?  -  so 
please  make  an  effort  to  dig  out  any  papers  you  may  have 
written  on  the  subject.  They  will  also  consider  research  notes, 
alternative  views  on  pertinent  issues,  letters  to  the  editor  and 
general  information. 

Projected  publication  date:  1995 
Deadline  for  submission:  Autumn  1994 

Journal  of  Visual  Impairment  &  Deafblindness 
15  West  16th  Street,  New  York  NY  10011 
Telephone  (212)  620  2000 


Guidelines  for  Contributors 

The  Journal  of  Visual  Impairment  &  Blindness  (JVIB)  is  the  international, 
interdisciplinary  journal  of  record  on  blindness  and  visual  impairment 
that  publishes  scholarship  and  information,  and  serves  as  a  forum  for 
the  exchange  of  ideas,  airing  of  controversies,  and  discussion  of  issues. 
Articles  are  JVIB 's  primary  vehicle  for  publishing  research  results  and 
techniques,  review  and  theory.  Manuscripts  should  be  approximately 
1,000  to  4,000  words  (See  Abstracts  and  Typing  Instructions) 
Author  Credits  A  minimum  of  four  authors  will  be  listed  for  each 
article  on  the  cover  and  on  the  contents  page. 

Research  Notes  This  section  includes  -  but  is  not  limited  to  -  capsule 
summaries  of  new  research,  student  research,  unpublished  studies, 
work  from  other  fields  with  relevance  for  blindness  or  visual  impair- 
ment, interim  reports  of  ongoing  research  and  descriptions  of  innova- 
tive methodology.  Manuscripts  should  be  approximately  250  to  1,000 
words.  (See  Typing  Instructions) 

Point/Counterpoint  is  a  forum  for  presenting  signed  alternative  views 
on  timely  issues  which  might  also  be  controversial.  Manuscripts  should 
be  between  750  and  1500  words.  (See  Typing  Instructions) 
Letters  to  the  Editor  The  Letters  section  (350  words  or  less)  provides 
an  arena  for  commenting  upon  material  published  in  JVIB.  The  editors 
reserve  the  right  to  edit  letters. 
General  Information  A  paper  submitted  to  JVIB  should: 

•  be  written  in  English  that  follows  the  conventional  rules  of  grammar 

•  include  a  specific  reference  list  (See  "References") 

•  not  be  simultaneously  submitted  to  another  publication.  Submis- 
sions that  are  submitted  elsewhere  will  be  rejected 

•  not  have  already  appeared  in  print. 

Review  Process  After  JVIB  receives  a  manuscript,  its  receipt  will  be 
acknowledged  immediately  through  mail.  Staff  editors  read  all  pa- 
pers. Articles  are  peer  reviewed  by  at  least  two  referees  who  are 
professionally  qualified  in  the  content  area  and  who  are  not  informed 
of  the  authors'  identities  or  affiliations.  This  process  usually  requires 
two  to  three  months.  Shortly  thereafter,  authors  are  notified  of  their 
article's  acceptance,  rejection,  or  need  for  revision. 
Editing  and  Publication  Once  accepted,  manuscripts  ere  scheduled 
for  publication  and  they  are  edited  for  accuracy,  style,  and  effective- 
ness of  communication.  Authors  are  sent  drafts  of  their  copyedited 
material  and  are  allowed  48  hours  to  respond  to  queries  and  to  make 
<  orn-ctions,  which  should  be  kept  to  a  minimum. 
Research  Standards  and  Methods  JVIB  is  interested  in  all  types  of 
systematic  research  and  reporting:  quantitative  papers  that  concen- 
trate on  numerical  data;  qualitative  papers  that  interpret,  describe, 
and  narrate  what  has  taken  place;  and  single  and  multiple-case 
histories  and  ethnographies. 

International  Applicability  Since  JVIB  is  an  international  journal, 
r->  should  not  assume  that  the  audience  will  understand  culture- 
bound  ri-li-Ti-ni  <■■-,  If  then-  arc  <  ountry  -  or  culture-specific  references 
in  a  paper,  those  references  should  be  explained. 

In  addition,  a  paper  should  not  take  research  subject  variables  - 


such  as  educational  and  economic  levels,  race,  and  two-parent 
families  -  for  granted. 

Abstracts  An  abstract  (100  words  or  less)  in  the  style  used  by  Psycho- 
logical Abstracts  is  required  for  each  article.  An  abstract  should  be 
intelligible  as  an  independent  statement  and  reflect  the  emphasis  of 
the  article.  The  abstract  should  include  a  general  (not  detailed)  de- 
scription of  the  article's  purpose,  methods,  results,  and  conclusions. 
References  Authors  are  responsible  for  the  completeness  and  accu- 
racy of  references.  Reference  style  should  follow  the  forms  outlined 
in  the  Publication  Manual  of  the  American  Psychological  Association. 

Footnotes  Material  in  footnotes  should  be  incorporated  into  the 
body  of  the  text. 

Pictures,  Figures  and  Tables  (black  and  white)  The  best  general 
guidelines  for  both  pictures  and  figures  are:  (a)  use  them  to  enhance 
and  clarify,  not  duplicate,  the  text;  (b)  submit  no  more  than  one 
picture  or  figure  per  1,000  words  of  text;  (c)  keep  them  visually 
simple,  and  (d)  do  not  clutter  them  with  inessential  information. 
Typing  Instructions  (Note:  12  pt  type,  double  spaced  on  8 1/2"  x  11" 
paper,  with  1"  margins,  will  yield  approximately  250  words  per  page) 
All  manuscripts  must  be  typed  (or  printed  from  a  computer)  double 
spaced  throughout  on  8 1  /2"  x  11"  paper.  They  should  be  typed  in  12 
point  or  larger  type,  with  1"  margins  all  around,  and  each  page  must 
be  numbered.  Right-margin  justification  should  not  be  used.  A  cover 
page  indicating  the  author(s)  name(s),  academic  degree(s),  and  pro- 
fessional affiliation(s)  and  the  manuscript's  title  should  be  included. 
The  author(s)  name(s)  should  not  appear  on  the  manuscript 
itself,  in  order  to  preserve  anonymity  with  reviewers.  The  original 
typescript  and  three  copies  should  be  submitted;  the  author  should 
retain  one  copy  for  his  or  her  own  files. 

Mailing  Instructions  All  materials  submitted  for  publication  in  JVIB 
should  be  addressed  to  journal  of  Visual  Impairment  and  Blindness,  15  West 
16th  Street,  New  York,  NY  10011.  A  cover  letter  should  state  that  the 
material  is  for  publication  and  give  the  affiliation(s)  of  the  author(s)  and 
the  address  of  the  author  to  whom  correspondence  should  be  sent. 

Topics  of  interest  include  but  are  not  limited  to: 

Access  to  the  Community/ADA      Charge  Association  and  Other 


Coactive  Movement 
Communication  for  People 
Early  Childhood  Education 
Employment 

Facilitated  Communication 
Independent  Living 
Literacy  and  People  who 

are  Deafblind 
Older  Persons  with  Vision  and 

Hearing  Loss 
Psychosocial  Aspects 
Sibling  Relationships 
Technology 
Transition  Planning 


Medical  Conditions 

The  Culture  of  Deafblindness 

Family  Education 

Full  Inclusion  and  Students  who 

are  Deafblind 

Mobility  for  People  who  are 

Deafblind 
Progressive  Vision  and /or 
Hearing  Loss 
Residential  Education 
Programmes  in  Schools  for  the 
Blind  and  the  Deaf 
Up-to-date  Usher  Classification 
Systems  and  their  Ramifications 


'/>.  M  IalHn%  Sen*  ■  Autumn  1994 


"" "r"w;i '"■  ' ;r 

I  was  not  going  to 
miss  this  for  the 
world 


Alf  Warracker 


When  in  March  I  received  a 
telephone  call  from  Sense 
asking  if  I  would  like  to  go  to 
a  Royal  garden  party  in  July, 
my  first  thought  was;  me  at 
Buckingham  Palace?  second 
thought  was;  I  was  not  going 
to  miss  this  for  the  world. 

Tuesday,  July  19th  came 
and,  all  dressed  up,  I  arrived 
at  the  Palace.  There  were 
seven  other  ladies  represent- 
ing Sense  from  around  the 
country  -  amazingly  we  all 
found  each  other  in  the  very 
long  queue. 

At  last,  it  was  time  to  go  in. 
Our  invitation  cards  were 
checked  and  we  were  off  up 
the  steps  into  a  great  marble 
hall.  Paintings  and  marble 
statues  were  all  I  could  see, 
then  out  onto  the  terrace  and 
lawns  for  the  garden  party. 

There  were  tables  and 
chairs  to  one  side  of  the  lawns 
with  a  green  and  white 
stripped  marquee  where  the 
buffet  was  to  be  served.  Di- 
agonally to  each  other  were 
two  brass  bands.  There  was 
also  a  special  marquee  for  the 


most  important  guests  from 
overseas .  This  was  laden  with 
gold  plates  and  cutlery.  We 
had  dainty  fresh  salmon  and 
cucumber  sandwiches,  tea, 
iced  coffee  and  orange  juice, 
beautiful  cakes  and  straw- 
berry ice-cream  with  double 
cream  -  sumptuous! 

After  we  had  eaten,  the 
Queen  came  out  to  join  us. 
No,  I  did  not  get  to  speak  to 
her,  but  I  did  just  see  her  walk- 
ing to  the  Diplomatic  mar- 
quee. We  went  for  a  walk 
around  the  garden.  Every 
flower  was  named  with  the 
most  common  name  written 
underneath.  There  was  also  a 
small  lake  with  ducks  swim- 
ming lazily  in  the  hot  sun- 
shine. 

At  6pm  the  band  played 
God  Save  The  Queen.  Her 
Majesty  walked  up  the  steps 
onto  the  terrace,  waved  to 
everyone  and  went  inside  the 
palace.  We  all  said  that  we 
would  not  have  missed  this 
day  for  anything,  said  our 
goodbyes,  and  went  home. 
Doreen  Holt 


Our  sympathies  go  to  Mrs 
Win  Warracker  following  the 
recent  death  of  her  husband 
Alf,  after  nearly  55  years  to- 
gether. 

The  Warrackers  were 
some  of  the  original  founder 
members  of  Sense.  They 
joined  in  1956  after  Mrs 
Warracker  wrote  to  Peggy 
Feeman  about  her  daughter 
Sheila  who  was  a  rubella  baby. 

Together  with  other  par- 
ents they  set  up  the  East  An- 
glia  branch,  and  their  daugh- 
ter Sheila,  who  sadly  died  12 
years  ago,  was  secretary. 
Sheila  also  worked  for  Sense 
as  the  Student  Secretary. 

The  Warrackers  also  set  up 


a  caravan  at  Lieston  which 
was  used  for  respite  holidays. 
Win  remembers  Alf  driving 
her  back  and  forward  to  look 
after  it  for  the  families. 

Because  Win  doesn't  drive 
Alf  was  always  ferrying  her 
around  to  various  meetings 
and  committees  -  always 
there  in  the  background  qui- 
etly supporting  and  doing  his 
bit  -  always  a  tower  of 
strength. 

He  will  be  sadly  missed  by 
all  at  Sense. 

Mrs  Warracker  would  like 
to  thank  everyone  who  has 
sent  messages  of  sympathy, 
or  taken  the  trouble  to  phone  - 
it  has  been  much  appreciated. 


Looking  ahead  for  Yoddy 


Yoddy  has  once  again  par- 
ticipated in  a  Sense  holiday 
and  thoroughly  enjoyed  the 
experience.  This  year  he  went 
to  Avon  Tyrell  near  Bourne- 
mouth with  Glynis 
Robinson  from  The  Drive 
and  a  team  of  volunteers.  He 
was  thoroughly  spoilt  and 
given  a  whale  of  a  time. 

Yoddy  is  profoundly 
handicapped,  blind  with  chal- 
lenging behaviour  and  as  he 
nears  19  years  old,  I  am  obvi- 
ously looking  for  somewhere 
for  him  as  he  leaves  school.  I 
would  particularly  like  a 
placement  for  him  with  Sense, 
as  his  time  at  The  Drive  house, 
Walthamstow  has  proved  so 
beneficial  for  him. 

The  Drive  is  a  residential 
house  run  by  Sense  and 
Whitefield  School  Trust,  and 
Yoddy  has  been  going  there 
for  four  years  now,  sleeping 
Monday  night  to  Thursday 
night,  and  going  off  to  the 
Rebecca  Goodman  Centre  at 
Whitefield  School  during  day 
time  and  coming  home  at 
weekends  and  holidays.  The 
Drive  house  is  a  very  friendly, 
homely  place  -  well-main- 
tained and  nicely  furnished. 
Glynis  and  her  team  of  staff 


are  very  keen  and  dedicated 
to  the  children's  welfare,  and 
here  Yoddy  has  developed  in 
character  and  his  self-esteem 
has  grown  as  he  has  slowly 
developed  and  improved  his 
skills  and  social  awareness. 

All  his  structured,  indi- 
vidual programmes  are 
planned  and  done  in  conjunc- 
tion with  staff  at  school  and 
my  awareness,  so  whatever 
he  does  throughout  the  day 
and  whoever  it  is  done  with, 
it  is  done  in  the  same  way.  I 
believe  it  is  the  attention  to 
detail  within  his  programmes, 
and  the  consistency  with 
which  they  are  carried  out  that 
have  benefitted  him  so  much. 

I  have  been  so  pleased  with 
Yoddy's  development  at  The 
Drive,  he  settled  in  so  quickly 
and  has  been  so  happy  there 
that  I  know  and  hope  the  way 
forward  for  him  will  be  with 
Sense. 

N  Theodorou 
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A  Practical  Approach  to  the  Needs  of 

Children  with 

Multi-Sensory  Impairment 

7th  -  1 6th  November  1 994 

The  Family  Centre,  86  Cleveland  Road, 
Ealing,  London  W13  OHE 

Telephone  081  9910513 

This  course  is  organised  so  that  it  is  appropriate  for 

people  working  in  schools,  nurseries,  hospitals,  child 

development  centres  and  other  establishments  which 

have  involvement  with  children  who  have  multi-sensory 

impairment.  Teachers,  classroom  assistants,  therapists, 

one-to-one  workers  and  other  involved  professionals  are 

invited  to  apply  for  further  details  to  Margaret  Gomm, 

Course  Organiser. 

The  course  is  designed  so  that  participants  can  attend 
for  the  whole  course  or  for  separate  days  which  cover 
massage  therapy,  physical  skills,  visual  skills,  feeding 
skills,  hearing  skills,  communication  skills,  behavioural 

skills  and  making  equipment.  Course  tutors  include 

teachers  and  therapists.  The  cost  of  the  whole  course  is 

£400,  cost  per  day  is  £60. 

Closing  date  for  applications  is  15th  October  1994. 


^ 

Are  you  an 
intervenor? 


Do  you: 

•  work  one-to-one  with  a  deafblind  child  or  young 
person, 

•  enable  a  deafblind  child  or  young  person  to 
gain  access  to  learning  and  social  experiences, 

•  include  the  use  of  alternative  communication 
methods  in  your  work. 

If  so  we  may  have  the  conference  for  you. 

A  National  Conference  for  Interveners  will  be 
held  on  11  February  1995  in  Birmingham. 

For  further  details  and  a  booking  form  contact: 

Service  for  Hearing  and  Visually  Impaired 
Hash  Ley  Resource  Centre 
Hawksmoor  Road 
Stafford  ST1 7  9DR. 


Light  Stimulation 
What  is  going  on? 

A  day  course  at  Woodside  Family  Centre,  Kingswood,  Bristol  BS15  2DG.  Telephone  0272  670008. 

Saturday  19  November  1994,  10.15am  -4.15pm. 


For  all  therapists,  parents/carers  and  teachers  who 
would  like  to  become  more  effective  in  the  use  of  light 
stimulation  activities  and  environments  that  they  offer 
their  children  and  young  people.  The  day  will  include: 

•  Guidelines  to  help  you  get  the  most  out  of  the 
equipment  you  are  already  using. 

•  Information  on  items  you  may  not  be  using  and 
may  wish  to.  e.g.,  Sound  to  Light  (crystal  pulse/ 
soundbeam  switcher). 

•  A  chance  to  recognise  the  place  for  your  creativity 
to  come  through  when  designing  and  nurturing  a 
light  stimulation  environment. 

•  Opportunity  to  share  your  experiences  with  others, 
so  we  can  all  grow  and  move  on. 

•  Focus  on  how  light  stimulation  can  enhance  mobil- 
ity and  communication. 

The  day  will  comprise  of  high  information  content 
backed  up  by  hand-outs.  There  will  be  plenty  of 
hands-on  time  with  relevant  equipment  including  the 
Soundbeam  Switcher. 


There  will  be  time  to  see  around  the  Woodside 
Family  Centre.  The  numbers  will  be  strictly  limited  in 
order  to  achieve  maximum  interaction. 

Please  apply  before  end  September  1994. 

Tea,  Coffee  /  Buffet  lunch  included  in  the  fee. 

Course  Leaders: 

Sally  Silverman  Support  Team  for  Multi-Needs 
Sensory  Impaired  Children.  Service  for  Special  Needs, 
Avon  L.E.A. 

Mark  Newbold    The  Soundbeam  Project. 

For  a  booking  form  and  further  information 
please  contact 

Cathie  Godfrey,  Centre  Manager, 
Woodside  Family  Centre, 
Woodside  Road,  Kingswood,  Bristol  BS15  2DG. 
Tel:  0272  670008.  Fax:  0272  670008. 

Fee:  £25.00 

The  Woodside  Family  Centre  has  full  wheelchair 

access. 
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CONTACTS 


Jeanne  Richards 


Talking  Sense  was 
sad  to  report  in  the 
last  issue  of  the 
death  of  Jeanne 
Richards ,  Assist- 
ant Shop  Manager 
at  Sense's  Leigh- 
on-Sea  shop. 

Unfortunately 
we  were  unable  to 
print  a  photograph 
of  Jeanne  with  the 
article.  We 
apologise  for  the 
distress  this  may 
have  caused  her 
family  and  would 
like  to  extend  our 
deepest  sympa- 
thies. 


Advanced  Intervenor 
Course 

Monday  3rd  October  - 
Friday  7th  October,  1994 

We  are  planning  on  holding  an  Advanced 
Intervenor  Course  based  at  Sense  Midlands 
from  3rd  -  7th  October,  1994. 

This  residential  course  is  intended  for 
Intervenors  or  Key  Workers  who  have  attended 
previous  Intervenor  training.  We  are  planning 
on  making  the  week  as  practical  as  possible  with 
lots  of  ideas  and  activities  to  do  when  you 
return  to  work. 

There  will  be  six  arranged  tutorial  sessions 
during  the  week  for  people  to  sign  up  for.  These 
may  be  either  individual  or  group  sessions  and 
will  give  people  the  opportunity  to  discuss  their 
individual  students. 

Venue 

Sense  Midlands,  Princess  Royal  Centre, 
4  Church  Road,  Edgbaston, 
Birmingham  B15  3TD. 

Full  on  site  training,  residential  and  recreational 
facilities. 

Costs 

Course  fee  £350.00  including  meals. 
Residential  -  £15.00  per  day  including  breakfast. 

For  further  information,  contact: 
Krystyna  Cieslik,  Sense  Midlands. 


-^£Up — 

Sense 

The  National  Deafblind 
and  Rubella  Association 


REGIONAL  OFFICES 
AND  CENTRES 

Sense  East:  The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  0778  344921.  Regional 
Director:  David  Ford 

Sense  Midlands:  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  021-456  1564,  Fax: 
021-452  1656.  Regional  Director: 
John  Hatton 

Sense  South  West:  71-73  Queen 
Street,  Newton  Abbot,  Devon 
TQ12  2AU.  Tel:  0626  64079,  Fax: 
0626  332540.  Regional 
Development  Manager:  Peter 
Holman 

Sense  South  East:  Barnet 
Centre,  12  Hyde  Close,  London 
EN5  5TJ.  Tel:  081-449  0964. 
Regional  Director:  Hilary 
Crowhurst 

Sense  Trading:  Unit  5F, 
Northfleet  Industrial  Estate, 
Lower  Road,  Northfleet,  Kent 
DA11  9SN.  Tel:  0322  381983. 
Head  of  Trading:  Adrian  Barker 

Finance  Centre:  122  Westgate, 
Wakefield,  W.  Yorks  WF1  1XP. 
Director  of  Finance:  Derek 
Pernak 


EDUCATIONAL  /  FAMILY 
SUPPORT 

The  Family  Centre:  86 

Cleveland  Road,  Ealing, 
London  W13  0HE.  Tel:  081-991 
0513.  Principal:  Lindy  Wyman 

The  Birmingham  Family 
Centre:  4  Church  Road, 
Edgbaston,  Birmingham  B15 
3TD.  Tel:  021-456  1564. 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre: 

15  Newark  Drive, 
Pollockshields,  Glasgow  G41 
4QB.  Tel:  041-424  3222.  Assistant 
Director:  Joyce  Wilson 

Sense  East  Educational 
Consultancy:  The  Manor 
House,  72  Church  Street, 
Market  Deeping,  Peterborough 
PE6  8AL.  Tel:  0778  344921 . 
Contact:  Denise  Ford 

South  West:  Royal  West  of 
England  School  for  the  Deaf,  50 
Topsham  Road,  Exeter  EX2 
4NF.  Tel:  0392  72692.  Advisory 
Teacher:  Phillipa  Clark 

Woodside  Family  Centre: 
Woodside  Road,  Kingswood, 
Bristol  BS15  2DG.  Tel:  0272 
670008.  Centre  Manager:  Cathie 
Godfrey 


AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deaf-Blind,  40  Lower 
Drumcondra  Road,  Dublin  9, 
Ireland.  Tel:  0001  300562. 
Contact:  Ray  McLoughlin. 

BRANCH  CONTACTS 

Avon  Parents  Resource:  Derek 
and  Mandie  Lewis,  74 
Pendennis  Park,  Brislington, 
Bristol  BS4  4JN 

East  Anglia  Branch:  Elizabeth 
Royle,  The  Lanterns,  Church 
Lane,  Playford,  Ipswich,  Suffolk 
IP6  9DS.  Tel:  0473  622443 

East  Midlands  Branch:  Hazel 
Mclntyre,  Badgers,  Hodgetoft 
Lane,  Maltby-Le-Marsh,  Alford, 
Lines  LN13  0JR. 

Kent  Branch:  Sue  Turner, 
Spring  Grove,  Goudhurst  Road, 
Marden,  Tonbridge,  Kent  TN12 
9NW. 

London  West  Branch:  Josie 
Connolly,  299  West  End  Road, 
South  Ruislip,  HA4  6QS.  Tel: 
081-841  2374 

Midlands  Branch:  Margaret 
Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU. 
Tel:  0203  616962 

Norfolk  Branch:  Anne  Fitz- 
Patrick,  38  Pelham  Road, 
Norwich,  Norfolk,  NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  Site  1, 
Aldergrange  Pk,  Manse  Rd, 
Newtownards,  Co.  Down,  N.I. 
Tel:  0247  822929 

North  West  Branch:  Margery 
Harrison,  6  Tidal  Lane, 
Padgate,  Warrington,  Cheshire 
WA1  3DT.  Tel:  0925  813520 

Nottingham  Branch:  Alison 
Armes,  The  Willows,  142  Main 
Rd,  Watnell,  Notts  NG16  1HA. 

Sense  Cymru  Branch:  Hazel 

Benjamin,  8  Forest  View,  Cimla, 

Neath,  West  Glamorgan  SA11 

3RS. 

Tel:  0639  637115 

South  West  Branch:  Mary 
Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12 
1EV.  Tel:  0626  69278 

Yorkshire  Branch:  Pat  Machin, 
10  Mayfield  Avenue,  Bailiffe 
Bridge,  Brighouse,  W.  Yorks 
HD6  4EF.  Tel:  0484  718226 

See  inside  front  cover  for  main 
office  addresses 
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To:  Helen  Matson,  Publications  Officer,  Sense,  11-13  Clifton  Terrace,  Finsbury  Park,  London  N4  3SR. 


I  wish  to  subscribe  to  Talking  Sense  (please  tick  appropriate  boxes).  Please  add  me 
to  the  mailing  list.  I  enclose  a  cheque  made  payable  to  Sense  for  the  amount  indicated 
below  or  I  wish  to  pay  by  standing  order  and  have  completed  the  form  below. 

Annual  subscription     £10.00 

(large  print  and  brailled  versions  available;  please  indicate  your 

requirements  below.) 


Sense  families  FREE 

Bulk  orders  discounts: 
indicate  numbers  required 

costs  PER  subscription: 

5-10        10%  discount 

11-25        20%  discount 

26  -  50        30%  discount 

over  50       50%  discount 


Largeprint  version  required 
Brailled  version  required 


£9.00  per  subscription 
£8.00  per  subscription 
£7.00  per  subscription 
£5.00  per  subscription 


PLEASE  USE  BLOCK  CAPITALS  (Post  code  essential) 
Full  Name 


Organisation 
Address 


Telephone:  (day) 


Postcode 
(evening) 


STANDING  ORDER  FORM 

Name  and  address  of  your  bank  in  BLOCK  CAPITALS 

To 


On  the  first  day  of 


(month)  19 


please  pay  the 


sum  of  £10.00  (ten  pounds)  to  the  National  Westminster  Bank  PLC,  266  Pentonville 
Road,  London  Nl  OLE  (sort  code  60-12-14)  for  the  credit  of  the  NATIONAL  DEAF- 
BLIND  AND  RUBELLA  ASSOCIATION  (A/C  No.  30418046)  and  thereafter  make 
irly  payments  on  the  same  day  of  the  same  month,  until  further  notice. 


Ac  count  Name 


Account  No. 


Signed 


Date 


Sense  will  forward  tliis  section  of  the  form  to  your  bank  on  your  beha 
Photocopied  standing  order  forms  cannol  be  accepted 
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From  the  Editor 

As  you  will  probably 
already  know  this  year 
is  Sense's  40th  birth- 
day. 

Plenty  of  celebra- 
tions are  planned,  in- 
cluding of  course  birth- 
day parties.  The  next 
edition  of  Talking  Sense 
will  be  a  special  birth- 
day issue  featuring  ar- 
ticles from  past  edi- 
tions of  Talking  Sense 
and  stories  covering 
the  events  and  achieve- 
ments that  shaped  our 
history. 

We  would  like  to 
make  the  Members' 
News  section  a  special 
feature  full  of  your  own 
personal  memories  of 
Sense  and  things  that 
hold  a  particular  sig- 
nificance for  you.  So 
please  put  pen  to  pa- 
per -  after  all  Sense  only 
exists  in  its  present 
form  because  of  all  the 
hard  work  you,  the 
families,  carers  and 
professionals  have  put 
in  over  the  years. 


The  front  cover  shows 
fun  at  the  Sense  ice 
skate  marathon  last 
December. 
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Specialist  resource  for  the 
children  of  Fairf  ields 
School  in  Northampton 


Learning  is  fun  at  Fairf  ields  School 


Fairfields  School  in  North- 
ampton is  a  very  special 
school!  It's  a  centre  for  chil- 
dren with  a  disability  and  it 
offers  a  high  standard  of  edu- 
cation support  and  service  to 
primary  age  children. 

The  school  has  many  spe- 
cialist areas;  its  own  warm 
water  pool,  specialist  move- 
ment/motor education  pro- 
gramme as  well  as  music  and 
speech  therapy. 

In  addition  to  all  this,  last 
summer  a  specialist 
resourced  classroom  was 
opened  to  meet  the  needs  of 
the  multi-sensory-impaired 
children  in  the  school.  A  great 
deal  of  planning  and  hard 
work  had  taken  place  in  or- 
der to  make  the  venture  a 
success.  Teacher,  Lesley 
Roberts,  had  instigated  the 
idea  with  support  from  her 
headteacher  and  Chair  of 
Governors,  John  Stevenson 
and  the  team  from  the  GEST 
Programme  for  deafblind 


children  -  Veni  Al  Sabbagh 
and  Mike  Brooks. 

The  resourced  classroom 
has  been  specially  adapted  in 
order  to  create  a  specialist 
learning  environment  which 
is  very  user  friendly  for  the 
lively  group  of  multi-sensory- 
impaired  children  who  make 
it  their  base. 

In  particular,  measures 
have  been  taken  to  improve 
the  room  acoustically  with  the 
introduction  of  appropriate 
flooring  and  to  enable  light 
input  to  be  controlled  by  sen- 
sitive blinds. 

Lesley  had  a  full  house  for 
the  Official  Opening  with  chil- 
dren, families,  staff,  gover- 
nors, county  advisory  and 
inspection  staff  present.  The 
local  radio  station  told  North- 
amptonshire all  about  this 
excellent  ongoing  initiative 
and  after  the  traditional  cut- 
ting of  the  ribbon  the  celebra- 
tion continued  with  a  deli- 
cious tea. 


NEWS 

Sense  enters  debate  on 
infant  "mercy  killings" 

Sense  spoke  on  Greater  London  Radio  in  February  follow- 
ing the  appearance  of  Dr  Richard  Nicholson  on  ITV's  3D 
programme  during  which  he  recalled  how  he  had  carried  out 
"mercy  killings"  on  two  severely  disabled  babies  born  20 
years  ago. 


The  babies  -  who  were  born 
with  spina  bifida  and  hydro- 
cephalus (water  on  the  brain) 
-  were  inoperable  and  in  con- 
siderable pain.  Their  parents 
had  agreed  that  they  should 
be  allowed  to  die  but  as  the 
weeks  went  on  had  become 
increasingly  distressed  by 
their  suffering. 

After  consultation  with 
the  ward  sister,  Dr  Nicholson 
increased  the  dose  of 
painkilling  drugs  given  to  the 
babies  over  the  course  of  a 
weekend  and  the  babies 
eventually  died. 

He  said,  "I  think  it's  very 
difficult  to  know  exactly  what 
my  intention  was.  Certainly 
it  wasn't  just  to  relieve  pain.  It 
was  to  relieve  the  distress  of 
nursing  staff  and  of  the  par- 
ents and  certainly  part  of  the 
intention  was  to  bring  about 
the  death  of  the  babies." 

"Even  now,  I  still  think  that 
was  the  most  humane  thing 
to  do,  though  I  thought  then 
and  still  think  now  technically 
what  I  was  doing  was  against 
the  law." 


Dr  Nicholson's  admissions 
have  re-opened  the  debate  on 
the  ethics  of  infant  euthana- 
sia. Last  year,  a  survey  in  the 
British  Medical  Journal  found 
that  one  in  three  British  doc- 
tors have  at  some  time  per- 
formed "mercy  killings". 

Speaking  on  the  radio, 
Norman  Brown,  Sense's  Spe- 
cialist Advisor  on  Congenital 
Deafblindness  said,  "To  be 
placed  in  that  position  is  enor- 
mously traumatic  for  every- 
one concerned". 

He  went  on  to  highlight 
the  difficulties  in  making  de- 
cisions about  the  future  of  a 
severely  disabled  child  com- 
menting, "Sometimes  when 
it  looks  as  if  we're  talking 
about  life  or  death,  we're  ac- 
tually talking  about  quality 
of  life.' 

Norman  stressed  that  it 
was  not  Sense's  role  to  make 
judgements  on  the  ethics  of 
individual  situations,  but  to 
offer  advice  and  support 
whatever  the  outcome.  "Our 
position  is  to  help,  rather  than 
to  judge,"  he  said. 


Putting  Sense  Cymru 
on  the  map 


Wales  is  in  the  midst  of  a 
major  change  to  the  way  it  is 
governed  locally.  The  eight 
County  Councils  currently  in 
place  will  become  22  Unitary 
Authorities,  the  Health  Serv- 
ices are  also  undergoing 
change  with  eight  area  au- 
thorities moving  into  five  re- 
gions. 

These  changes  pose  a  great 
many  questions  for  voluntary 
organisations  like  ourselves. 
However,  although  the  situa- 
tion is  uncertain  Sense  Cymru 


sees  there  being  a  positive  side 
to  the  reorganisation  with 
opportunities  to  influence 
these  new  authorities  from  the 
very  beginning. 

We  plan  to  hold  two  semi- 
nars on  developing  services 
for  people  who  are  deafblind 
in  Wales,  and  hope  these  will 
be  well  attended  by  the  statu- 
tory bodies  as  well  as  the  vol- 
untary sector,  parents  and 
professionals. 

For  details  see  page  28. 
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News  from  Northern  Ireland 

After  three  months  in  her  new  post  Meta  Harvey,  Sense  Northern 

Ireland's  Regional  Services  Manager,  has  alternately  felt  stressed, 

harassed,  encouraged  and  finally  pleased  that  she  made  the  move 

to  Sense.  Meta  joined  at  an  exciting  time  for  Sense  Nl  with  a 

number  of  projects  underway  at  once. 
Here  she  gives  a  brief  update  on  their  progress. 


Eden's  end  in  sight 


The  Eden  complex  is  near- 
ing  completion  and  is  begin- 
ning to  look  less  like  a  build- 
ing site  and  more  like  some- 
where habitable  even'  day. 

It  is  hoped  that  the  staff 
will  be  on  site  by  the  time  you 
read  this,  we  will  then  be  able 
to  concentrate  on  furnishing 
the  homes.  The  first  residents 
should  arrive  during  July,  and 
we  are  currently  working 
hard  to  identifv  them. 

Recentlv  a  lot  of  time  has 


been  spent  with  the  registra- 
tion and  inspection  team  in 
preparation  for  the  official 
registration  of  the  home,  and 
on  staffing  issues  for  both  the 
residential  and  daycare  facili- 
ties. We  axe  also  still  looking 
for  suitable  premises  to  site 
the  dav  centre  in. 

In  short  we  are  very  busy 
and  enthusiastic  about  the 
opening  of  this  much  needed 
sendee. 


Thank  you 

A  big  thank  you  to  the  Post 
Office  who  not  content  with 
their  Challenge  94,  when 
they  transformed  our 
resource      centre,      very 


generously  helped  with  our 
Christmas  party.  They 
provided  most  of  the  food  and 
decorations  and  even  helped 
serve.  They  also  bought  soft 
play  equipment  for  our  play 
area  -  we  can't  thank  you 
enough. 
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Sensory 

resource 

centre 

Sense  NI  is  involved  in  an 
exciting  new  project  in  the 
west  of  the  Province  with  the 
Western  Health  and  Social 
Services  Board  and  a  variety 
of  other  voluntary7  organisa- 
tions. 

Together  thev  plan  to  es- 
tablish a  Sensory  resource 
centre  at  Bishop  Street  Lon- 
donderry. Organisations  such 
as  Guide  Dogs  For  the  Blind, 
RNIB,  RNID  and  the  Social 
Services  will  be  involved. 

Maranna  Bradley,  the  So- 


cial Worker  based  at  the  cen- 
tre spoke  about  her  plans  to 
develop  the  service.  "Overall 
the  aim  of  my  work  is  to  pro- 
vide support  and  assistance 
to  families  in  this  region.  This 
will  include  assessing  the 
needs  of  deafblind  people  and 
their  families,  providing  ba- 
sic information  about  the  serv- 
ices offered  by  Sense  and  other 
organisations  and  offering 
advice  on  the  means  of  ac- 
cessing those  services.  I  will 
also  provide  information  on 
individuals  rights  and  ben- 
efits, and  generally  raise 
awareness." 

Maranna  will  work  closely 
with  Richard  Devlin  Sense's 
Regional  Advisory  Officer. 


Maranna  Bradley  resident  social  worker  at  the  new  sensory 
resource  centre 
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New  faces  in  Scotland 


NEWS 


Bill  Wood 


Janice  Griffiths 


I  joined  Sense  Scotland  in 
May  1994  after  serving  nine 
years  with  Fife  Health  Board 
specialising  in  psychiatric 
nursing.  Previous  to  this  I 
was  an  underground  miner 
at  Seafield  Colliery  in  Kirk- 
caldy, so  a  fated  turn  of  events 
has  led  me  to  my  present  post, 
which  I  am  pleased  to  report 
I  am  thoroughly  enjoying. 

My  responsibilities  in- 
volve the  design  and  plan- 
ning of  a  community  house 
for  five  clients  with  multi-sen- 
sory impairment.  This  work 
is  being  carried  out  in  col- 
laboration with  Fife  Social 
Work  Department  and  a 
housing  association.  Ulti- 
mately my  position  will  be 
Head  of  House. 

The  community  house 
will  be  built  in  Kelty,  a  vil- 
lage in  the  West  of  Fife.  Hav- 


ing the  benefit  of  knowing 
the  five  clients  from  the  out- 
set, we  will  be  able  to  tailor 
resources  exactly  to  meet 
their  needs.  Kelty  offers 
many  opportunities  in  rec- 
reation, leisure,  education, 
and  social  pursuits  and  in 
coming  into  post  at  an  early 
stage,  I  have  had  the  oppor- 
tunity to  investigate.  Discus- 
sions are  also  underway  with 
Fife  Health  Board  and  the  lo- 
cal GP  to  ensure  a  "Positive 
Health  Promotion  Package" 
is  maintained. 

Building  of  the  house  be- 
gan in  November  1994  with 
an  expected  completion  date 
of  May/June  1995. 

The  Kelty  House  is  unique, 
and  the  first  facility  in  Fife  to 
offer  the  high  standards  of 
service  that  Sense  Scotland  is 
known  for. 


Top  left: 

Bill  Wood,  Head  of 

Services  Fife. 

Top  right: 

Janice  Criffiths,  House 

Manager,  Coatbridge. 

Bottom  left: 
Sylvia  Watson,  House 
Manager,  Melville 
Street. 


My  name  is  Janice  Griffiths 
and  I  am  the  House  Manager 
at  the  Coatbridge  Project.  I 
joined  Sense  in  October  1994, 
so  I  guess  I'm  the  new  addi- 
tion to  the  family! 

My  career  background  is 
in  nursing,  specialising 
mainly  within  the  mental 
health  field.  I  have  worked 
within  a  hospital  setting  and 
for  a  short  period  in  the  com- 
munity. 

I  am  very  pleased  to  be 
working  for  Sense  during  this 
exciting  time,  when  the  serv- 
ices are  "spreading  their 
wings".  I  am  really  looking 
forward  to  the  challenge  of 
setting  up  one  of  the  first  com- 
munity houses  for  Sense  Scot- 
land. 

At  present,  I  am  based  at 
Durham  Street,  the  resource 
centre  for  day  services.  I  am 


currently  starting  to  set  up 
and  collect  all  the  necessary 
paper  work  for  the  project.  I 
have  also  had  the  opportu- 
nity to  meet  four  of  the  five 
students  who  are  moving  to 
Coatbridge.  Their  key  tutors 
have  been  very  good  in  al- 
lowing me  the  opportunity  to 
shadow  them  while  they 
work  with  the  students.  This 
will  be  an  ongoing  responsi- 
bility for  me  until  the  students 
eventually  move. 

I  feel  I  am  slowly  begin- 
ning to  establish  myself  in  the 
role  of  manager  and  look  for- 
ward to  having  the  staff  team 
in  post.  I  would  like  to  say 
thank  you  to  everyone  for 
making  me  feel  so  welcome. 
It  certainly  makes  a  big  differ- 
ence when  you're  new  to  the 
organisation  and  your  anxie- 
ties are  running  high! 


Sylvia  Watson 


My  name  is  Sylvia  Watson 
and  I  have  recently  been  ap- 
pointed to  the  post  of  House 
Manager  for  the  Melville 
Street  community  house, 
Pollokshields,  Glasgow. 

As  you  will  be  aware,  this 
is  an  exciting  time  for  Sense 
Scotland.  There  will  be  three 
new  community  houses 
opening  next  year,  and  the 
Durham  Street  centre  is  now 
opened.  Big  changes  from 
when  I  first  started  work- 
ing for  Sense,  nearly  five 
years  ago. 

I  was  based  at  Overbridge 
and  during  that  time  I  was  a 
key  worker,  assistant  man- 
ager and  on  two  occasions 
acting  unit  leader.  I  can  still 
remember  how  I  felt  when  I 
started  at  Overbridge. 

While  I  worked  at 
Overbridge  I  became  ex- 
tremely interested  in 
aromatherapy  and  managed 


to  study  for  a  certificate  in 
aromatherapy.  Aromatherapy 
is  now  used  on  a  regular  basis 
at  Overbridge  and  also  at  Dur- 
ham Street.  I  would  certainly 
like  to  continue  practising 
aromatherapy  in  the  new  com- 
munity house  -  it  has  such  a 
positive  effect  on  a  person's 
well  being  and  is  an  excellent 
means  of  enabling  people  to 
relax. 

Over  the  next  few  months 
I'll  be  meeting  with  the  stu- 
dents who'll  be  coming  to 
Melville  Street,  meeting  with 
their  families  and  be  involved 
in  planning  the  decor,  pur- 
chasing furniture  etc.,  doing 
all  the  things  that  need  to  be 
done  to  get  the  house  ready 
for  occupancy  next  year. 

One  of  my  goals  as  man- 
ager will  be  to  ensure  that  peo- 
ple are  happy  in  their  new 
environment,  and  that  their 
home  is  a  place  they  love  to  be. 
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Durham  Street's  damp  start 


Ordinarily  official  openings 
are  memorable  days  but  on 
the  12  th  December  all  the  fates 
conspired  to  make  the  visit  of 
Lord  Fraser  of  Carmyllie  to 
open  the  Durham  Street  cen- 
tre for  day  services  an  espe- 
cially unforgettable  experi- 
ence. I'm  sure  everyone  will 
remember  the  dreadful 
weather  which  occurred  in 
Glasgow  and  the  awful  flood 
that  resulted. 

For  a  while  it  seemed  as  if 
our  grand  day  would  fall  vic- 
tim to  the  weather.  With  half 
an  hour  to  go  most  of  the  press 
had  cancelled,  our  visitor  list 
was  fast  reducing,  the  cater- 
ers could  not  battle  through 
the  floods  and  Lord  Fraser 
himself  was  delayed  by  the 
road  chaos.  But  it  is  in  these 
situations  that  Sense  staff 
come  into  their  own.  Plans 
were  hastily  redrawn,  the 
timetable  for  the  visit 
amended,  cake  and  biscuits 
bought  and  cookery  bor- 
rowed from  various  sources. 
Everything  was  in  place  for 
the  visit. 

Lord  Fraser  arrived  at 
10.30  am  and  toured  the  cen- 
tre, where  he  saw  a  variety  of 
activities  underway.  The  cen- 
tre provides  education  and 


training  facilities  for  up  to  25 
deafblind  people.  Lord  Fraser 
saw  communication  work, 
numeracy  classes,  art,  gym 
sessions,  our  massage  room, 
and  some  computer  work.  He 
had  a  great  deal  of  time  to 
spend  with  the  students  and 
staff  and  took  particular  in- 
terest in  the  methods  being 
emploved  to  work  with  our 
young  people.  He  joined  the 
other  guests  and  before  chat- 
ting with  them,  unveiled  a 
painting  done  by  Alison 
Hendry,  one  of  the  students 
at  Durham  Street.  Alison  then 
presented  Lord  Fraser  with 
another  painting  to  com- 
memorate his  visit  to  Sense. 
This  was  a  very  proud  mo- 
ment for  Alison  and  her  fam- 
ily. Gill  Morbey  followed  the 
official  proceedings  with  a 
speech  warmly  thanking  eve- 
ryone involved  in  the  project 
at  Durham  Street. 
Now  that  some  time  has 
passed  since  our  opening  it 
still  remains  a  memorable 
day,  but  strangely,  not  be- 
cause of  the  weather.  It  is 
memorable  because  of  the 
enthusiasm  shown  by  stu- 
dents and  staff  on  the  day, 
because  of  the  friends  and 
families  who  had  an  enjoy- 


able time;  because  of  the  hard 
work  put  in  by  numerous 
people  to  make  Durham 
Street  possible;  by  the  warmth 
and  appreciation  shown  by 
Lord  Fraser  when  he  was  pre- 
sented   with  his  gift.  But 


mostly  it  was  memorable  be- 
cause it  signalled  the  start  of 
an  exciting  new  venture  by 
Sense  Scotland. 


Paul  Hart,  Durham  Street. 


Goodbye 
to  Ben 

It  came  out  of  the  blue,  a 
phone  call  asking  if  I'd  be 
interested  in  working  with 
the  National  Lottery  depart- 
ment of  the  Scottish  Arts 
Council.  I  didn't  know  what 
to  say.  Ten  days  of  frantic 
planning,  of  meetings  and 
anguished  discussion  fol- 
d,  but  finally,  with  vime 
difficulty  and  certain  sadness, 
I  made  my  decision,  and  left 
'land  at  the  end  of 
December. 

I  ha1. '  many  of  you 

ind  have  seen  your 


children  grow  up.  If  I  remem- 
ber rightly,  one  of  my  first 
tasks  on  joining  Sense  Scot- 
land was  to  put  together  the 
2nd  issue  of  Branching  Out, 
the  newsletter  for  Scottish 
parents.  So  many  memories  - 
of  your  children;  of  the  holi- 
days, playdays  and  creches; 
of  filming  appeals  and  TV 
programmes;  of  pestering  and 
cajoling  you  to  turn  up  to 
events,  or  to  help  out;  of  the 
Family  Centre  opening;  of 
regional  meetings  and  con- 
ferences; of  moving  of  fice,  and 
moving  office!  The  organisa- 
tion has  grown  and  grown, 
and  it  is  so  different  now  from 
when  I  first  started  in  1987 


and  the  office  was  to  the  back 
of  the  shop  at  Dumbarton 
Road,  Glasgow. 
Sense  Scotland  takes  yet  an- 
other leap  in  the  provision  of 
services  next  year  with  the 
opening  of  the  new  commu- 
nity houses. 

I  reckon  I've  been  around  long 
enough  and  so  it's  time  for 
me  to  take  a  leap  too,  but  I'll 
be  plunging  into  the  un- 
known. No  I  won't  be  able  to 
fix  the  draw  results  and  make 
anyone  a  lottery  millionaire, 
but  I  will  be  advising  on  how 
the  arts  money  will  be  spent 
in  Scotland. 

I  shall  miss  many  friends  and 
colleagues.  And  I  shall  miss 


many  of  the  10th  Anniver- 
sary celebrations.  But  no 
doubt,  I'll  be  asked  to  help 
out  here  and  there  over  the 
year  to  come,  so  I  hope  I'll  still 
bump  into  you  now  and  then. 
It  has  been  great  fun  and  a 
great  privilege  to  work  with 
everybody  involved  with 
Sense,  both  in  Scotland  and 
the  rest  of  the  UK,  children 
and  families,  volunteers  and 
colleagues. 

Ben  Spencer 

Ben  was  Development  Officer 
with  Sense  Scotland  before 
he  started  his  new  job  with 
the  Scottish  Arts  Council  in 
January  1995 
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Schroders  skate  a  big  success 


London  City  firms  once  again  donned  their  ice-skates 
for  Sense  at  our  6th  Annual  Ice-Skate  Challenge. 
Thanks  to  our  sponsors,  Schroders,  and  Broadgate  Ice- 
Rink  the  day  was  a  huge  success  with  twenty-six 
leading  City  firms  joining  the  fun  on  the  ice. 


The  day  was  perfectly  timed 
just  before  Christmas  with 
everyone  in  a  festive  mood 
which  helped  our  volunteers 
collect  over  £1,000  at  Liver- 
pool Street  Station.  Naturally 
our  sponsors,  Schroders, 
chose  a  Christmas  fancy  dress 
theme  and  between  Hambros 
Bank,  Schroders  and  Clifford 
Chance  there  were  plenty  of 
Christmas  fairies  skating 
around  the  ice.  Schroders  In- 
ternational Finance  Depart- 
ment won  the  Fancy  Dress 
competition  as  they  looked 
marvellous  in  their  specially 
made  Christmas  puddings, 
crackers,  fairies  and  elf  out- 
fits! Herds  of  reindeer  from 
Slaughter  and  May,  BZW  and 
Norton  Rose  also  whizzed 
around  the  ice  and  Lovell 
White  Durrant  were  joined 
by  a  pantomime  horse! 

The  rink  was  a  blur  of 
speed  with  competing  law 
firms  Freshfields  and 
Theodore  Goddard  winning 
first  and  second  place  respec- 
tively in  the  fastest  team  com- 
petition. Freshfields  won  with 
an  amazing  68  V  2  laps,  with 
Theodore  Goddard  coming 
closely  behind  with  67  laps. 


Sense's  Chair,  Jessica  Hills, 
led  the  intrepid  Sense  team 
around  the  rink.  Our  Interna- 
tional Officer,  Richard 
Hawkes,  surely  should  have 
won  the  competition  for  brav- 
est fancy  dress  in  his  rather 
bizarre  costume.  Director  of 
Fundraising  &  Communica- 
tions, Jim  Swindells,  did  his 
utmost  to  stay  upright  on  the 
ice  and  has  vowed  to  amaze 
us  all  next  year  with  a  Torvill 
&  Dean  impression! 

With  every  team  aiming  to 
reach  their  £1,000  sponsorship 
target  I  am  confident  we  shall 
raise  £25,000  from  the  day. 


A  flock  of  penguins  from 
McKinsey  and  Co. 
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Marathon  sponsors  Schroders  limber  up  in  fancy  dress 


Lovell  Wliite  Durrant  show  off  their  latest  employee 


Jim  Swindells,  Director  of  Fundraising  and  Communications 
twinkles  his  toes  on  the  ice 
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Corporate  update 


1995,  our  40th  Birthday  year, 
has  got  off  to  a  flying  start 
thanks  to  Canon  UK,  Willis 
Corroon,  The  General  Elec- 
tric Company  p.l.c,  H  J  Heinz 
and  Holchem  Laboratories. 
The  companies  are  among 
the  first  to  say  "Happy  Birth- 
day" to  Sense  by  giving  us 
some  wonderful  presents  ... 

Canon  UK  gave  a  marvel- 
lous state  of  the  art  fax  ma- 
chine to  replace  our  old  one 
that  must  surely  qualify  as  an 
antique!  Thanks  to  Canon  UK 
Sense  is  now  able  to  send  out 
information  quickly  and  effi- 
cientlv. 

The  General  Electric  Com- 
panv  p.l.c.  has  once  again  il- 
lustrated its  commitment  to 
voung  people  with  Usher  syn- 
drome. In  1993,  GEC  sup- 
ported the  Usher  training  vid- 
eos which  have  proved  to  be 
invaluable  when  working 
with  young  people  with 
Usher  and  the  professionals 


who  work  with  them.  This 
year,  GEC  is  generously  spon- 
soring the  Usher  Confidence 
Building  Weekend  which  is 
to  be  held  in  March. 

Staff  at  H  J  Heinz  in 
Harlesden,  North  London  and 
Holchem  Laboratories  in  Lan- 
cashire, are  'full  of  beans'  this 
month  after  their  Christmas 
breaks  -  both  have  been  hold- 
ing fundraising  events  and 
donated  the  proceeds  to  Sense. 

Whilst  Willis  Corroon, 
Sense's  Insurance  Brokers 
have  given  Sense  its  first 
pledge  for  1995.  They  have 
opted  to  help  support  our 
Regional  Advisory  Service  for 
the  next  four  years. 

If  you  think  you  can  per- 
suade your  employer  to  give 
Sense  a  Birthday  present,  or 
would  like  to  do  some 
fundraising  of  your  own  and 
would  like  some  help  please 
call  Clare  Moore  on  0171-272 
7774. 


Taylor  Woodrow  support 
Sense  holidays 


Sense  was  delighted  to  be 
chosen  as  one  of  the  three 
charities  this  year  to  receive 
support  from  the  building 
firm,  Taylor  Woodrow.  Trus- 
tee, Gerry  Janes,  presented  a 
cheque  for  £5,008  to  Sense's 
Holiday  Officer,  Lucinda 
Dowson.  The  donation  will 
allow  Lucinda  to  organise  a 


holiday  for  six  young 
deafblind  people  to  one  of 
Sense's  favourite  destina- 
tions, Avon  Tyrrell.  Taylor 
Woodrow  also  very  kindly 
covered  the  cost  of  producing 
the  1995  Holiday  brochure, 
which  is  now  available  from 
Lucinda. 


Lloyds  Bank  helps  secure 
support  worker 


In  January,  Colin  Harker, 
Area  Director  for  Lloyds 
Bank,  visited  the  Manor 
House  Craft  Workshops  in 
Market  Deeping  and  pre- 
sented Isabel  Wilson  from 
Sense  East  with  a  magnifi- 
cent £5,000.  Thanks  to  Lloyds 
Sense  has  been  able  to  ap- 
point Isabel  as  its  first  Family 
Support  Worker  for  the  East 
of  England.  Isabel  will  visit 
families  where  there  is  a 
deafblind  child  and  help 


them  to  secure  the  care  and 
support  they  need.  Thanks 
to  Lloyds  Bank  the  work 
Sense  does  in  the  east  of  Eng- 
land has  taken  a  huge  step 
forward. 


Isabel  Wilson,  Family  Support 
Worker  at  Sense  East  accepts 
the  cheque  from  Colin  Harker, 
Lloyds  Bank  Area  Director 


A  run  for  your  money 


I'm  pleased  to  announce  that 
after  the  disappointing  news 
that  we  weren't  allocated  any 
official  places  in  this  year's 
London  Marathon,  I  have  re- 
ceived offers  from  keen  run- 
ners with  places  to  raise 
money  for  Sense.  Policeman, 
Ken  Bates,  from  the  Royal 
Parks  Division  isencouraging 
ten  of  his  colleagues  to  run  for 
Sense.  With  their  guaranteed 
places  from  NutraSweet  they 


will  be  asking  friends  and 
families  to  sponsor  them. 

If  anyone  who  does  have  a 
place  in  this  year's  London 
Marathon,  or  knows  some- 
one with  one,  and  would  like 
to  raise  money  for  Sense, 
please  get  in  contact  with  me, 
Helen  Clarke,  at  Finsbury 
Park.  I  will  gladly  supply  you 
with  a  Sense  T-shirt  or  vest 
and  your  own  personal  spon- 
sorship forms. 
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First  Sense 
National  Staff  Seminar 

Theory  into  practice 


Norman  Brown, 
Specialist  Advisor 
Congenital 
Deafblindness 


On  12  January  1995  we  held  in  Lon- 
don the  first  Sense  national  staff 
seminar.  The  day  was  designed  for 
Sense  staff  members  who  are  involved  with 
or  are  influencing  developmental  program- 
ming for  congenitally  deafblind  and  multi- 
ply disabled  people.  Those  attending  were 
able  to  hear  and  consider  the  beliefs  of 
experienced  Sense  practitioners  concerning 
the  development  of  deafblind  people  and 
its  inferences  for  appropriate  service  provi- 
sion. 

The  morning  session  considered  theory 
and  the  afternoon  session  looked  at  service 
delivery.  Presenters  for  the  morning  ses- 
sion were  chosen  to  reflect  the  thinking 
concerning  young  children  as  well  as  adults 
so  that  any  commonalities  and  differences 
could  be  considered.  The  afternoon  session 
concentrated  on  adult  services  and  present- 
ers were  chosen  to  reflect  the  experience 
gained  in  our  longest  established  services. 
Presenters  for  the  morning  session  were: 
Stuart  Aitken,  Principal  Officer  Research 
and  Policy  in  Sense  Scotland;  Lindy  Wyman, 
Principal  of  the  Ealing  Family  Centre;  and 
Denise  Ford,  Consultant  Educational  Psy- 
chologist in  Sense  East.  Presenters  for  the 


afternoon  sessions  were:  David  Ford,  Re- 
gional Director  of  Sense  East;  Virginia  von 
Malachowski,  Deputy  Regional  Director  of 
Sense  Midlands;  and  Ian  Noble,  Adults  Serv- 
ices Officer  in  Sense  Scotland.  Each  session 
concluded  in  a  question  time.  Aside  from 
the  wide  geographical  and  service  coverage, 
the  speakers  also  represented  complemen- 
tary disciplines,  there  being  two  psycholo- 
gists, two  with  social  services  backgrounds 
and  two  with  backgrounds  in  special  educa- 
tion. 

There  were  participants  from  every  Sense 
'region'  with  every  residential,  educational 
and  training  setting  represented,  along  with 
participants  from  other  services.  In  all,  95 
participants  booked  places  and  78  were  able 
to  attend. 

The  evaluation  forms  revealed  that  par- 
ticipants had  found  the  day  of  great  value 
and  wanted  more.  It  is  now  up  to  Sense  to 
work  out  how  best  to  follow  up  the  success 
of  the  day  and  to  enable  more  staff  members 
to  benefit  from  such  sharing  of  experience 
and  ideas. 


On  the  following  pages  Ian  Noble  has  adapted  his 
presentation  for  Talking  Sense  to  give  a  flavour  of 
the  content  of  the  Seminar. 
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Outreach  and  advisory  services 

When  Norman  Brown  phoned  me  up  to  ask  me  to  make  a 
presentation  at  the  first  National  Staff  Seminar  I  was,  once 
again,  lulled  into  a  false  sense  of  security  by  his  reassuring 
tones  ...It  was  only  after  I  had  agreed  to  participate  that  I 
began  to  consider  the  implications  of  Norman's  questions! 
What  is  the  theory  and  value  base  that  underpins  our  work 
with  deafblind  adults  in  long  stay  hospitals  and  adult  training 
centres? 


Ian  Noble,  Adult 
Services  Officer 
Sense  Scotland. 


I  have  been  working  with  Sense  Scotland  for 
about  seven  years  now.  For  the  first  four 
years  I  worked  within  our  residential  unit  in 
Glasgow.  I  then  moved  to  take  up  post  as  an 
outreach  advisory  worker,  working  with 
deafblind  multi-sensory-impaired  people  in 
a  range  of  settings  such  as  long  stay  mental 
handicap  hospitals,  Adult  Training  Centres 
and  other  non  specialist  residential  settings. 
Because  I  have  had  to  try  and  work  across  a 
number  of  areas  I  have  had  to  try  and  think 
very  carefully  about  the  key  practical  ele- 
ments of  training  for  deafblind  people  sim- 
ply because  in  the  majority  of  "non  Sense" 
settings  you  have  to  try  and  make  the  best 
use  for  the  client  out  of  perhaps,  only  a  half 
an  hour  of  quality  time  per  day. 

As  an  outreach  worker  my  perspective 
may  be  slightly  different  from  colleagues 
working  within  Sense  residential  settings  as 
I  am  trying  to  apply  our  principles  within 
the  learners  own  environment  of  hospital  or 
ATC  where  I  don't  have  any  control  over 
issues  such  as  resources  and  staffing  levels. 

My  three  main  reasons  for  wishing  to 
share  approaches  within  Sense,  nationally, 
were  basically  as  follows: 

1  Wherever  the  setting  we  have  to  try  and 
enable  the  learner 

2  In  order  to  achieve  that  we've  got  to 
enable  the  worker 

3  Our  long  term  aim  for  a  number  of  our 
outreach  clients  is  that  they  might  even- 
tually join  a  Sense  group  home.  There- 
fore we  have  got  to  try  and  lay  founda- 
tions for  learning  that  our  residential  col- 
leagues can  build  upon. 

Our  starting  point 

1  certainly  don't  have  a  flow  chart  of  inter- 
vention strategies  up  on  the  office  wall  giv- 
ing me  a  step  by  step  guide  of  how  to  work 


with  a  client  and  I  for  one  haven't  found  the 
magic  book  that  contains  the  set  of  undeni- 
able truths  that  apply  to  all  of  our  clients  or 
learners.  Every  one  is  different.  In  my  own 
experience  what  works  well  for  one  client 
can  be  like  a  red  rag  to  a  bull  to  another! 
What  we  have,  I  suppose,  are  a  range  of 
ideas  and  values  rattling  around  in  the  prac- 
titioners toolbox  -  any  or  each  of  which  may 
be  worth  considering  with  an  individual 
client  at  any  given  time. 

As  a  starting  point  the  outreach  advisory 
service  in  Scotland  has  adopted  a  set  of  work- 
ing principles1.  Quite  simply  they  are  these: 

•  Sharing  the  learner's  perspective 

•  Opening  your  eyes  and  observing 

•  Being  aware  of  strengths  and  abilities 
(What's  happening  that  we  can  capitalise 
upon?) 

•  Following  the  learner's  lead  (is  s/he  try- 
ing to  tell  us  something?) 

•  Avoiding  compartmentalising  the  learn- 
er's life 

•  Adopting  a  united  approach 

•  Thinking  about  tomorrow 

•  Valuing  the  learner 

•  Giving  the  learner  time 

•  Evaluating  what  you  do 

It  is  that  list  of  working  principles  that  leads 
us  on  to  consider  a  number  of  key  issues  and 
questions  before  any  outreach  advisory  work 
commences: 

•  How  do  I  first  establish  a  dialogue  and  a 
relationship  with  the  learner  and  his  work- 
ers? 

•  What  does  the  world  of  the  hospital  or 
ATC  mean  from  the  learner's  perspective? 
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•  What  is  their  challenging  behaviour 
about?  What  does  it  achieve  for  them? 
How  has  it  been  reinforced  over  the  years? 

•  What  opportunities  are  there  for  increas- 
ing the  learner's  sense  of  security  and 
control  by  for  example  working  on  antici- 
pation, memory  and  sequencing  skills? 

•  How  can  we  teach  the  learner  that  he  can 
positively  influence  his  own  environ- 
ment? 

•  What  opportunities  are  there  for  simple 
interaction  and  shared  attention?  (which 
sadly  is  so  often  missing  from  these  peo- 
ple's lives.  I  cannot  over  estimate  the 
value  of  just  sitting  with  a  deafblind  per- 
son -  he  nudges  you  -  you  nudge  him  - 
you  touch  my  face  - 1  touch  your  face  . . . 
Before  you  know  it  you're  having  a  sim- 
ple conversation!) 

•  How  can  we  make  tasks  meaningful  for 
the  learner?  Can  we  keep  the  learning 
within  a  real  life  context  and  teach  new 
skills  through  normal  daily  tasks?  For 
example,  wherever  the  setting  there  must 
be  a  mealtime.  If  we  can  encourage  that 
task  to  be  done  hand  over  hand  with  the 
learner  then  as  well  as  helping  them  to  eat 
independently  we  are  also  hopefully  in- 
creasing their  tolerance  of  physical  inter- 
action, breaking  down  tactile  defence  and 
facilitating  future  attempts  to  teach  signs. 
All  activities  can  have  a  value  on  a  number 
of  different  levels! 

•  How  can  we  set  clear  achievable  targets 
for  the  staff  as  well  as  the  learner?  Per- 
haps it's  better  to  do  two  programmes 
consistently  and  regularly  than  twenty- 
two  on  an  ad  hoc  basis. 

So,  how  does  that  go  into  practice 

We  operate  an  open  referral  system  within 
the  Outreach  advisory  service  and  it  would 
not  be  unusual  to  receive  a  phone  call  from 
a  long  stay  hospital  seeking  advice.  A  fairly 
common  example  of  a  referral  would  be 
from  a  ward  who  have  a  deafblind  multi 
sensory  impaired  patient  with  challenging 
behaviour  -  the  staff  nurse  is  no  longer 
running  the  ward  -  our  deafblind  client  is! 
Once  that  referral  is  with  us  the  process  is 
basically  as  follows: 

The  research  part  is  very  important  as  a 
starting  point.  Can  we  get  hold  of  back- 
ground reports  to  try  and  establish  what 
their  view  of  the  deafblind  client  is?  What  is 
the  staff's  perspective  of  the  client  and  the 


situation?  They  might  have  had  it  "up  to 
here"  with  the  patient  and  his  /  her  challeng- 
ing behaviour  and  if  that's  the  case  I'll  need 
to  take  that  on  board!  This  process  is  also 
useful  for  giving  you  some  insight  into  what 
you  might  meet  when  you  eventually  arrive 
on  the  ward.  If  they  use  physical  restraint 
devices,  for  example,  I  would  personally 
like  to  be  prepared  for  that  possibility.  Back- 
ground reports  can  also  help  to  give  us  some 
common  ground.  Perhaps  at  one  time  they 
have  tried  using  Makaton.  Great!  can  we 
look  at  communication  again? 


m 

H 


Research 

I 

Observation  and  audit  of  resources  -  staffing  levels  and  opportunities 

I 

Produce  the  individual  learning  programme 

I 

Evaluate  and  Review 


Once  I  am  actually  on  site  I  will  probably 
spend  more  time  initially  with  the  staff  than 
the  learner.  If  I  am  going  to  achieve  anything 
at  all  it  will  be  through  the  staff  on  site.  At 
this  point,  for  me,  the  outreach  role  is  about 
enabling  the  workers  so  that  they  can  enable 
the  client. 

I  may  visit  the  deafblind  client  and  the 
staff  two  or  three  times  before  we  put  to- 
gether the  initial  programme  because  by  the 
time  the  programme  is  ready  to  be  intro- 
duced to  the  learner  I  want  the  staff  in  the 
hospital  or  ATC  to  feel  as  though  they  are 
part  of  something  exciting  -  that  the  learner 
is  a  positive  challenge  rather  than  a  cause  of 
stress  and  anxiety.  If  the  staff  have  made  an 
investment  in  the  process  of  drawing  up  the 
programme  and  understand  what  we  are 
trying  to  achieve  then  perhaps  they  will  take 
the  programme  seriously  and  want  to  make 
sure  that  it  is  implemented.  The  staff  on  site 
are  the  resource  that  will  eventually  em- 
power the  deafblind  person. 

Case  study 

The  following  case  study  should,  I  hope, 
demonstrate  the  level  and  type  of  practical 
input  that  we  try  to  maintain  with  our 
outreach  clients.  Joe  lives  at  home  with  his 
parents  and  attends  the  local  Adult  Training 
Centre.  He  has  no  functional  vision  and 
there  remains  an  issue  about  whether  he  has 
a  degree  of  hearing  impairment.  His  chal- 
lenging behaviour  has  become  a  source  of 
great  anxiety  for  his  care  workers  and  is 
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turning  the  ATC  timetable  upside  down!  He 
has  no  formalised  communication  skills.  The 
Centre  has  a  staff  ratio  of  1 : 6  in  its  profound 
disability  unit. 

Following  the  visit  to  meet  Joe  and  his  key 
worker  at  the  ATC  we  reviewed  the  back- 
ground reports  that  had  been  submitted  by 
staff  and  other  therapists  that  had  been  in- 
volved with  him.  We  made  it  clear  form  the 
start  that  consistency  of  approach  and  the 
development  of  pre-language  skills,  such  as 
turn  taking,  tactile  exploration  etc.  would  be 
very  important  elements  of  training  if  Joe  was 
to  be  enabled  to  overcome  his  challenging 
behaviour.  It  has  certainly  been  our  experi- 
ence that  people  such  as  Joe  may  be  able  to 
develop  some  communication  skills  through 
the  use  of,  for  instance,  sign  language  and 
signifiers  (concrete  objects  of  reference)  but 
we  have  found  that  even  with  a  consistent 
approach  by  all  involved,  it  can  take  many 
months,  and  even  years,  before  significant 
progress  is  noticed.  This  comment  isn't  in- 
tended to  be  pessimistic  but  it  is  important  to 
'flag  up'  the  fact  that  the  first  requirement  of 
any  communication  and  language  skills  train- 
ing is  a  commitment  by  all  involved  to  a  long- 
term  programme  requiring  consistent  ap- 
proaches to  promote  interaction  and  create 
positive  opportunities  for  communication  to 
take  place.  The  fact  that  you  don't  see  a  result 
in  a  few  weeks  or  months  should  not  be  seen 
as  a  sign  of  failure. 

It  has  been  our  experience  that  one  of  the 
most  important  prerequisites  of  any  com- 
munication programme  is  that  it  can  facili- 
tate the  development  of  anticipation, 
memory  and  sequencing  skills.  It  may,  there- 
fore, be  helpful  to  establish  a  routine  for  Joe 
at  the  Centre  that  he  can  learn  to  predict  and 
anticipate.  This  may,  in  the  longer  term,  help 
him  to  make  more  sense  of  what  is  going  on 
around  him.  Whilst  a  constantly  changing 
programme  may  be  stimulating  for  people 
such  as  Joe,  it  may  also  be  quite  confusing 
and  afford  few  opportunities  for  him  to 
grasp  the  'rules'  of  what  is  happening  and 
how  he  can  influence  things. 

We  therefore  asked  the  ATC  to  consider  a 
'timetable'  of  activities  for  Joe  from  9am  -  1pm 
that  follows  the  same  sequence  every  day. 

A  suggested  morning  programme  could  be  as 
follows: 

09.00  Time  to  himself,  to  settle  at  the  ATC 

09.1 5am  Physio  session 

10.00am  Tea  break 

10.30am  ToilH 

1 1 ,00am  Music  session 


11.45am 
01.00pm 


Lunch  and  drinks 
Toilet 


(Afternoon  group  work  would  continue  as 
per  existing  programme) 

Whilst  the  programme  would  begin  to  ad- 
dress some  of  the  sequencing,  anticipation, 
memory  skills  that  Joe  needs  to  develop,  it 
also  offers  regular,  planned  opportunities  to 
introduce  signs  and  signifiers  to  him.  It  may 
take  many  months  (indeed  years)  before  he 
really  grasps  the  significance  of  these  lan- 
guage tools  but  if  they  can  be  demonstrated 
to  him,  in  context,  several  times  a  day,  rather 
than  once  or  twice  a  week,  we  would  hope 
that  we  are  increasing  the  possibility  that 
their  value  will  eventually  be  learned  by  Joe. 
Ultimately,  the  hope  would  be  that  his  re- 
ceptive understanding  of  signs  and  signifiers 
develops  into  an  ability  to  express  simple 
wishes  for  himself.  For  example,  if  Joe  wants 
to  listen  to  music,  he  may  eventually  give  his 
key  worker  a  cassette  tape  to  signify  that 
activity. 

We  have  found  that  at  this  early  stage  it  is 
more  helpful  if  activity  signifiers  are  'con- 
crete' and  clearly  represent  the  idea  of  the 
activity  in  question,  so  in  Joe's  case  we  sug- 
gested that  the  following  signifiers  were 
given  to  Joe  to  mark  the  start  of  an  activity. 


Lunch 

Apron 

Drink 

Cup 

Trip  to  bathroom 

Flannel 

Music  session 

Cassette  tape  with 

special  tactile  mark 

Physio  session 

Any  item  that  can 

be  integrated  into 

the  physio  pro- 

gramme such  as  a 

small  rubber  hoop 

Along  with  giving  each  activity  a  'name'  by 
using  the  signifier,  we  agreed  that  it  would  be 
useful  to  introduce  three  signs  to  Joe  that 
could  be  used  with  him  'hand-overhand'  (i.e. 
you  help  Joe  to  shape  his  hands  and  arms  to 
make  signs  on  his  body).  The  signs  that  we 
introduced  were  -  want,  more,  finish /end. 
The  'finish'  sign  can  be  used  at  the  end  of  each 
activity,  to  reinforce  its  meaning  as  repre- 
senting the  'end'  of  something.  My  reason  for 
including  this  sign  is  that  in  the  long-term  it 
may  give  Joe  a  means  of  expressing  that 
either  he  doesn't  want  something  or  that  we 
want  him  to  end  a  specific  piece  of  behaviour 
etc.  The  complementary  sign  for 'finish'  would 
be  'more'  which  can  be  used  to  offer  more 
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music,  drink  etc.  Finally,  the  'wanf  sign  can 
hopefully  be  signed  hand-over-hand  to  Joe 
several  times  a  day  as  well.  Again,  in  the  very 
long-term  this  may  offer  him  a  means  of 
expressing  that  he  wants  something  to  hap- 
pen that  can  be  understood  and  responded  to 
by  his  care  workers. 

Throughout  Joe's  weekday  mornings  the 
emphasis  was  placed  upon  establishing  a 
pattern  or  routine  of  working  that  could  be 
anticipated  by  Joe  whilst  at  the  same  time 
affording  as  many  opportunities  as  possible 
to  introduce  signs  and  signifiers  in  an  ap- 
propriate context. 

Generally,  we  would  suggest  that  activi- 
ties should  be  trying  to  promote  hand-over- 
hand work  and  tactile  exploration.  For  ex- 
ample, during  the  music  session  would  it  be 
possible  to  work  in  the  following  way? 

1  Give  Joe  the  cassette  (signifier) 

2  Walk  with  him  to  the  cassette  player 

3  Hand-over-hand  with  Joe,  place  the  tape 
in  the  cassette  player 

4  Guide  Joe's  finger  to  the  play  button 
(which  could  have  a  tactile  mark  on  it) 

5  Once  Joe  has  pressed  the  button  he  then 
gets  the  immediate  reward  of  his  fa- 
vourite music 

Because  of  the  long  term  nature  of  this  kind 
of  training  it  is  important  to  note  that  at  first, 
and  possibly  for  quite  some  time,  Joe  would 
not  necessarily  appreciate  the  significance 
of  the  signs  and  signifiers  and  may,  for  ex- 
ample, throw  signifiers  away  and  resist 
hand-over-hand  signing.  Our  advice  on  this 
issue  would  usually  be  that  at  this  stage  we 
are  simply  trying  to  increase  Joe's  tolerance 
of  signifiers  and  hands-on  signing  and  if  he 
only  tolerates  it  for  a  second  or  two  at  first  - 
that's  okay  -  there's  no  point  in  'fighting' 
any  rejection.  If  we  take  a  long-term  view 
then,  hopefully,  familiarity  will  eventually 
lead  to  a  greater  acceptance. 

If  s  fairly  early  days  for  this  programme  but 
it  has  resulted  in,  at  least,  a  reduction  in  chal- 
lenging behaviour  and  because  the  staff  now 
feel  as  though  they  know  what  they  are  work- 
ing towards  the  whole  scene  is  calmer  and  they 
are  beginning  to  see  that  the  learner  is  learning 
and  beginning  to  anticipate  and  remember. 
This  has  already  resulted  in  them  adopting  a 
more  relaxed  approach  to  him  which  has  al- 
ready removed  some  of  the  tension  that  only 
added  to  the  distress  of  the  learner. 

He  hasn't  learned  the  new  signs  or  sym- 
bols yet  but  he  is  more  accepting  of  them  and 
the  more  he  accepts  them  the  more  inclined 


the  staff  are  to  keep  trying  to  use  them.  So 
hopefully  in  the  long  term  the  learner  might 
be  able  to  influence  his  environment  with- 
out needing  to  resort  to  extreme  challenging 
behaviour. 

Summary 

I  hope  that  this  has  given  you  some  idea  of 
how,  in  an  outreach  setting,  we  are  trying  to 
put  the  theory  into  practice  and  how  we  are 
trying  to  provide  a  service  which  answers 
developmental  needs.  Your  comments  and 
views  should,  as  ever,  be  most  welcome. 

As  Susser  said  in  1968:  "to  practice  with- 
out theory  is  to  sail  an  uncharted  sea  -  theory 
without  practice  is  not  to  set  sail  at  all"2 

I  think  he  was  right  and  my  only  addition 
to  his  statement  would  be  to  keep  an  eye  on 
the  weather  as  well  though  because  it's  al- 
ways changing.  That  weather  will  influence 
both  your  course  and  your  style  of  sailing . . . 
and  we  must  acknowledge  that  we  do  have 
some  pretty  stormy  clients! 

Theories  are  tools  for  all  of  us,  as  practi- 
tioners, to  use  and  adapt  to  the  changing 
circumstances  that  we  meet.  To  try  and  force 
the  learner  into  a  theory  that  doesn't  seem  to 
fit  must  be  wrong.  If  it  doesn't  fit  then  per- 
haps it's  the  wrong  size!  Don't  undervalue 
your  own  instinct  and  intuition.  The  things 
we  do  instinctively  are  sometimes  right!  Our 
clients  are  all  individuals  and  will  continue 
to  confound  the  theories. 

To  finish  off  on  a  lighter  note  I  remember 
Kelly's  1980  comparison  of  psychologists 
and  their  clients  which  I  think  is  helpful: 

"Both  hypothesise.  Both  experiment.  Both 
reluctantly  revise  their  predictions  in  light 
of  what  they  observe  on  the  one  hand  and 
the  extent  of  their  theoretical  investment  on 
the  other  ..."3 

Now  there's  something  to  think  about! 
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Facing  up  to  Usher 


My  name  is  Jon  and  I  am  writing  this  for  all 

those  who  have,  or  know  of  people  with 

Usher  syndrome.  You  may  have  just  been 

diagnosed  as  having  Ushers,  or  have  just  come 

into  contact  with  someone  with  this  disability 

My  story  is  based  on  how  I  coped  and  grew  up 

with  Usher  and  the  things  I  faced. 


By 

Jon  Kite 


I  was  a  normal,  cheeky  teenager  who  had 
many  friends  and  got  into  many  scrapes. 
I  tried  to  join  in  with  other  kids  playing 
games,  but  had  difficulties  seeing  at  night.  I 
thought  nothing  of  it  and  carried  on  as  nor- 
mally as  possible.  When  I  was  13,  my  sister, 
who  is  also  deaf,  was  diagnosed  as  having 
Usher  syndrome.  What  was  it?  It  was  some- 
thing I  had  never  heard  of.  At  this  point  I  had 
no  idea  that  I  would  have  to  face  it  too. 

After  the  initial  shock,  it  was  decided  that 
I  should  go  and  have  tests  to  see  whether  I 
had  Usher  syndrome  or  not.  The  feeling 
when  I  walked  through  the  hospital  doors 
was  alarming,  there  was  a  lump  in  my  throat 
and  I  thought  that  whatever  happens  inside 
these  doors  could  change  my  life.  I  went 
through  what  seemed  like  no  end  of  tests, 
before  the  answer  that,  like  my  sister,  I  had 
Usher. 

Feelings 

When  told  ihad  Usher ithad  noeffectonme, 
it  was  as  if  I  had  not  taken  on  board  what  had 
been  said.  1  needed  to  find  more  informa- 
tion, I  read  every  leaflet,  went  to  no  end  of 
gatherings,  I  asked  many  questions,  and  it 
began  to  dawn  on  me,  that  I  was  slowly 
going  to  lose  my  eyesight. 


The  next  step 

Slowly  I  started  on  a  slippery  slope,  I  wasn't 
coping  with  my  new  found  future.  I  wanted 
to  be  a  coach  or  lorry  driver,  the  thought  of 
travelling  the  country  excited  me,  but  I 
couldn't  do  that  now.  I  had  lost  a  dream. 
School  had  become  a  problem  too,  I  was 
bullied  all  of  the  time,  not  physically  be- 
cause I  was  bigger  and  stronger  than  most  of 
the  other  schoolkids,  but  mentally.  I  was 
called  names  which  were  so  cruel,  because 
of  my  hearing  loss,  but  it  didn't  help  when  I 
would  occasionally  bump  into  things  or  trip 
over  chairs,  kerbs,  etc.  I  had  no  support  at 
school  from  teachers  and  it  didn't  help  when 
I  found  out  that  my  difficulties  had  been 
discussed  with  another  pupil,  and  that  is 
when  I  started  to  lose  my  temper.  I  would  hit 
anyone  who  had  a  go  at  me.  This  was  done 
out  of  extreme  frustration.  I  would  hit  any- 
one who  crossed  my  path  and  if  no  one  was 
around  and  I  needed  to  hit  something,  I 
would  hit  a  brick  wall  and  I  would  occasion- 
ally end  up  in  casualty  with  a  very  painful 
hand. 

My  family  never  gave  me  any  real  sup- 
port and  when  I  wanted  to  talk  about  it,  I 
could  never  really  start  a  conversation,  it 
was  never  discussed  and  it  seemed  as  if  I 
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was  brushed  under  the  carpet.  They  never 
realised  what  I  had  to  cope  with  and  when 
they  found  that  I  was  missing  school,  they 
could  never  accept  that  it  was  because  of 
Usher.  I  had  no  one  to  talk  to.  My  only 
release  valves  were  rugby  and  drink.  I  played 
rugby  a  lot  and  it  helped  to  work  out  the  in- 
built frustration,  this  was  the  only  time  I 
forgot  that  I  had  Usher,  but  it  never  helped 
me  control  my  temper.  I  had  a  terrible  time 
with  drink.  I  drank  practically  every  day 
and  was  dangerously  close  to  becoming  an 
alcoholic.  It  was  an  amazing  situation  -  and 
I  was  only  14. 

And  then 

I  was  at  an  all  time  low.  I  would  hide  in  my 
bedroom  and  not  talk  to  anybody.  I  had  lost 
all  my  friends.  I  happened  to  go  and  visit 
Breakthrough,  a  charity  that  I  went  to  when 
I  was  younger  and  for  the  first  time  in  ages, 
someone  was  there  to  listen,  and  not  put  any 
sort  of  pressure  on  to  me.  I  started  to  slowly 
pick  myself  up,  I  learnt  to  keep  my  temper 
under  control  and  went  to  counselling  about 
the  drink  problem.  I  started  making  new 
friends  and  my  confidence  grew  rapidly 
and  for  the  first  time  in  four  years,  I  asked  a 
girl  out,  something  I  never  thought  would 
happen  since  being  diagnosed. 

I  was  then  16  and  I  felt,  for  a  change,  that 
things  were  going  right,  except  for  one  thing. 
I  hadn't  told  my  girlfriend  that  I  had  Usher. 
After  eight  months  of  going  out,  I  decided 
that  it  was  time  to  tell  her  the  truth.  She 
never  took  what  I  told  her  very  well  and 
couldn't  cope  with  the  fact  that  I  may  lose 
my  sight.  The  most  support  at  this  time  came 
from  her  best  friend  and  eventually,  the 
inevitable  happened  and  we  started  going 
out.  At  this  time  she  knew  about  Usher,  but 
needed  to  find  out  more  information  and 
when  after  she  had  read  every  leaflet  avail- 
able, she  understood  what  could  happen 
she  decided  to  stand  by  me  and  help  me  in 
the  future. 

I  had  failed  at  school  and  then  started  to 
work  as  a  builder,  but  it  didn't  work  out  due 
to  my  eyesight,  so  I  left  and  considered  what 
jobs  I  could  do.  After  much  thought,  I  de- 
cided to  try  office  work.  I  knew  I  needed  re- 
training and  went  onto  a  NVQ  course  in 
Business  Administration.  It  was  a  shock  af- 
ter being  used  to  laying  bricks  or  repairing 
leaky  pipes,  to  typing  letters  and  filing  re- 
ports. I  managed  to  pass  1,  2  and  3  more 
quickly  than  able-bodied  students  and  was 
subsequently  put  forward  for  the  title  "Best 


student  of  1994".  I  made  the  top  six.  After 
passing  level  3, 1  was  reputed  to  be  the  first 
deaf/  partially  sighted  person  to  do  so  from 
within  the  centre. 

The  future 

I  know  what  you  have  read  may  seem  pretty 
black  and  desperate,  but  it  is  what  I  went 
through  and,  after  reading  many  leaflets,  no 
one  seemed  to  tell  you  what  happens  after 
diagnosis  (feelings,  family,  etc.).  When  you 
read  this,  it  does  not  mean  that  you  will  feel 
and  go  through  what  I  went  through,  but 
remember,  there  are  people  who  are  there  to 
talk,  don' t  bottle  it  up,  I  did  and  faced  no  end 
of  problems. 

I  am  now  optimistic  for  the  future,  I  am  at 
college,  trying  to  pass  an  A  level  course  in 
Psychology  and  hoping  to  go  to  university 
to  study  Social  Work.  I  have  many  friends, 
dreams  and  new  visions  for  the  future.  I 
owe  what  I  have  achieved  to  two  people, 
Vickie  Jennings  and  my  current  girlfriend, 
Sarah  Petty.  These  two  people  have  listened, 
supported  and  helped  me  when  necessary. 
I  believe  that  what  I  have  suffered  has  made 
me  into  a  much  better  and  understanding 
person. 
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No  one  tells  you 
about  what 
happens  after 
diagnosis  . . .  your 
feelings,  your 
family,  your 
friends. 
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Communication  Services  with 
deafblind  people  in  mind 


Some  perspectives  from  the  USA 


During  a  recent  study  visit  to  the  USA  to  look  at 

services  for  deafblind  people  I  was  based  at  the 

Helen  Keller  National  Centre  and  had  the 

opportunity  of  meeting  not  only  the  staff  working 

at  Sands  Point  but  also  the  Regional  representatives 

employed  by  HKNC,  who  along  with  staff  from 

Affiliated  Agencies  had  come  to  HKNC  for  a  week  of 

lectures  and  discussions  on  deafblind  issues. 


by  Mary 

Guest 

Head  of  Usher 

Services 


T 


he  programme  for  the  Regional  Rep- 
resentatives and  the  Affiliates  was 
varied.  During  the  week  we  had  a  talk 
from  a  paediatrician  covering  recent  insights 
into  medical  and  behavioural  issues  on  Ru- 
bella Population  in  Adulthood,  a  talk  on 
Housing  and  Residential  Services,  from  the 
Texas  commission  for  the  Blind,  Meg  Heffner 
a  genetic  counsellor  from  St.  Louis  on 
CHARGE  syndrome,  and  a  most  illuminat- 


ing input  from  a  panel  of  deafblind  adults 
training  and  working  at  HKNC  who  shared 
experiences  and  ideas  on  culture  and  life- 
styles. 

One  of  the  highlights  which  I  want  to 
share  more  fully  was  the  presentation  by 
Susan  Brooks  and  Rita  Jo  Scarcella,  on  Inter- 
preting for  Persons  who  are  Deafblind.  Susan 
is  now  the  HKNC  Regional  Representative 
in  Atlanta,  Georgia  and  Rita  Jo  Scarcella  is  a 
freelance  interpreter. 

In  recent  years  deafblind  people,  particu- 
larly those  with  Usher  syndrome,  have  felt 
more  confident  about  describing  their  com- 
munication needs.  More  young  deaf  people 
are  accessing  Further  and  Higher  Educa- 
tion, amongst  this  population  are  deaf  stu- 
dents with  visual  impairments.  Often  it  is 
these  students  who  are  prepared  to  come 
forward  and  ask  for  interpreting  services 
which  take  account  of  their  visual  limita- 
tions. 

People  with  Usher  who  attend  meetings 
and  conferences,  students  attending  colleges, 
people  attending  tribunals,  even  patients 
going  for  hospital  appointments  are  begin- 
ning to  feel  able  to  express  their  communi- 
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cation  needs  more  openly.  This  greater  will- 
ingness to  say  what  they  need  on  the  part  of 
the  deafblind  person  is  not  yet  met  by  com- 
plete understanding  on  the  part  of  the  pro- 
vider of  the  service,  but  it  is  a  step  in  the  right 
direction.  I  hope  that  some  of  the  points 
from  the  talk  given  by  Susan  Brooks  and 
Rita  Jo  Scacella  might  encourage  this  trend. 

History  of  interpreting  for 
deaf  people  in  the  USA 

The  first  interpreters  were  family  members 
or  friends  of  deaf  people  who  used  their 
knowledge  of  sign  to  provide  a  bridge  be- 
tween the  deaf  and  hearing  world.  Hearing 
children  of  deaf  parents  have  sign  as  their 
first  language  and  many  of  these  "native" 
signers  as  adults  continued  to  work  in  the 
world  of  deafness  as  teachers,  social  work- 
ers and  in  the  church. 

Recent  trends 

Interpreting  as  a  role  and  a  profession  sepa- 
rate from  education  and  social  work  is  a 
relatively  new  concept  which  has  only  taken 
root  in  the  last  twenty  years.  Interpreting  as 
a  profession  is  no  longer  the  preserve  of 
"native"  signers,  in  the  last  decade  there  has 
been  a  trend  for  people  to  come  forward  for 
interpreter  training  who  have  no  connection 
with  the  deaf  world  who  see  the  profession 
of  interpreting  as  a  way  of  earning  a  living. 
The  rise  of  deaf  culture  and  language, 
along  with  other  minority  issues  has  brought 
the  quality  of  interpreting  and  training  of 
interpreters  more  sharply  into  focus. 

What  deafblind  people  need 
and  want 

The  greater  focus  on  deaf  issues  and  more 
widespread  use  of  sign  language  interpret- 
ers has  also  benefited  deafblind  people 
throughout  America  and  now  there  is  a 
need  to  educate  and  empower  deafblind  as 
well  as  deaf  people  on  how  to  use  an  inter- 
preter. This  process  of  empowerment  needs 
to  be  incorporated  into  a  total  plan  for  serv- 
ices with  deafblind  people. 

When  a  group  of  deafblind  people  were 
surveyed  on  their  views  on  service  require- 
ments for  interpreters  and  communication 
support  workers  they  listed  qualities  which 
could  act  as  a  useful  set  of  criteria  for  any 
service  agency  planning  to  set  up  services. 


1  Ability  in  the  chosen  mode  of  communi- 
cation, e.g.  ASL  -  American  Sign  Lan- 
guage. 

2  Patience 

3  Sensitivity  to  the  type  of  vision  and  the 
way  it  restricted  access. 

4  Sensitivity  to  the  type  of  communication 
preferred  e.g.  hand-on-hand. 

5  Adherence  to  a  code  of  ethics. 

6  A  spirit  of  trust  between  the  deafblind 
person  and  the  interpreter. 

7  A  person  who  is  good  at  following  the 
patterns  of  expressive  communication  of 
a  deafblind  person. 

8  A  person  who  can  give  environmental 
and  social  cues  to  a  deafblind  person  so 
that  they  receive  a  fuller  picture  of  what 
is  going  on. 


Setting  up  a  service 

-  some  other  considerations 

The  Education  Act  for  Interpreter  Training  states  that  training 
should  involve  education  and  skills  in  the  area  of  deafblindness. 
Not  all  interpreters  in  their  professional  life  will  want  to  work 
with  deafblind  people,  however,  there  is  a  quickening  of  interest 
and  more  interpreters  want  to  learn  skills  which  equip  them  for 
this  interesting  area  of  work. 

Service  planners  who  work  with  deafblind  people  need  to 
consider  aspects  other  than  sign  language.  For  instance  deafblind 
people  who  use  "home"  signs,  those  who  do  not  use  sign  e.g. 
draw  pictures,  the  deafened  who  use  Palantype  or  TTY,  i.e. 
communication  using  a  text  phone.  Blind  people  who  have  tactile 
skills  such  as  Braille  who  can  offer  Braille  to  type. 

Perhaps  the  most  positive  development  for  deafblind  people 
is  that  more  deaf  people  want  to  train  as  relay  interpreters. 
Courses  such  as  the  one  at  Gallaudet  University  in  Washington 
are  now  offered  to  deaf  people  to  enable  them  to  become  certified 
as  relay  interpreters,  this  ensures  that  there  will  be  a  more  highly 
trained  and  skilled  pool  of  interpreters  able  to  provide  commu- 
nication services  to  deafblind  people  in  the  future. 
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Keeping  the  door  open 


We  have  received  more  enquiries  than  ever  this  year  relating  to  the 

needs  of  young  people  who  are  in  their  teenage  years,  still  at 

school  and  looking  forward  to  finding  a  suitable  place  to  continue 

their  education  after  they  reach  school  leaving  age.  Parents,  carers 

and  professionals  have  all  been  in  touch  to  talk  about  individual 

pupils  and  to  ask  for  information,  help  and  support  as  they  begin 

to  plan  together  for  the  transition  to  adulthood. 


Can  new  legislation  help? 

The  majority  of  calls  refer  to  pupils 
who  have  had  a  specialist  education 
and  who  are  now  seeking  to  continue 
this  in  one  form  or  another.  Ironically,  it 
seems  that  the  educational  and  social  hori- 
zons for  many  16-19  year  olds  are  just  begin- 
ning to  open  up,  precisely  at  the  time  that 
traditional  school  based  education  is  offi- 
cially coming  to  an  end,  and  few  suitable 
options  for  continuation  are  available.  In 
spite  of  this,  for  this  group,  it  is  important 
that  their  lives  continue  to  have  both  the 
structure  and  opportunity  for  choice  and 
personal  development  that  they  have  en- 
joyed at  school,  but  now  in  a  different  con- 
textual framework  that  recognises  their 
needs  as  young  adults.  The  Code  of  Practice, 
which  has  resulted  from  the  Education  Act 
1993,  highlights  the  importance  of  proper 
formal  joint  planning  at  the  transitional  stage 
of  a  pupil's  school  career  and  indicates  that 
this  should  involve  not  just  schools  and 
Education  Departments,  but  professionals 
from  Social  Services,  Health  and  the  Further 
Education  Funding  Council,  as  well  as  par- 
ents and  pupils  themselves.  It  is  important 
at  this  stage,  when  considering  the  transi- 
tional plan,  that  serious  thought  and  voice 
should  be  given  to  future  aspirations  for 
continuingeducation.  The  thinking  reflected 
in  the  Further  and  Higher  Education  Act 


echoes  this  principle.  It  underlines  the  im- 
portance of  continuing  education  and  the 
obligation  of  colleges  to  work  to  meet  the 
needs  of  all  students,  including  those  with 
disabilities. 

As  deafblindness  is  a  low  incidence  dis- 
ability and  students  have  such  individual 
and  specialist  needs,  each  requires  access  to 
a  wide  variety  of  support  services  in  order  to 
participate.  It  is  hardly  surprising  then  that 
local  Colleges  of  Further  Education  have 
only  just  started  to  address  local  needs  for 
this  group  of  students. 

Many  local  FE  Colleges  across  the  coun- 
try have  recognised  and  responded  over  the 
past  20  years  to  local  community  need  and 
have  developed  courses  for  students  with 
mild  and  moderate  learning  difficulties. 
These  courses  have  played  a  valuable  role, 
offering  a  specialist  curriculum  and  oppor- 
tunities hitherto  not  viewed  as  'appropriate' 
for  such  young  people.  The  success  of  these 
courses  has  been  reflected  in  the  achieve- 
ments which  many  of  their  students  have 
enjoyed. 

Young  people  with  a  single  sensory  loss, 
but  no  additional  learning  disability  report 
mixed  experience,  but  best  practice  indi- 
cates that  they  can  take  their  place  on  appro- 
priate courses,  and  succeed,  if  supported 
and  resourced  properly. 

The  students  whose  needs  have  almost 
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universally  been  ignored  until  recently,  are 
those  with  more  severe  learning  difficulties. 
Almost  all  deafblind  students'  needs  are 
expressed  in  this  way  because  of  the  com- 
plexity of  their  sensory  loss  and  ensuing 
developmental  delay,  and  for  some,  an  ad- 
ditional learning  disability.  To  meet  the  needs 
of  these  young  people  Colleges  would  need 
to  provide: 

•  an  individualised  curriculum  based  on  a 
full  and  detailed  assessment 

•  a  high  staff  student  ratio 

•  ongoing  staff  training 

•  access  to  specialist  aids 

•  an  adapted  physical  environment 

•  a  College  wide  policy  on  communication 

To  provide  this  kind  of  support  is  expensive, 
and  staff  would  require  specialist  skills  and 
training  in  order  to  offer  a  quality  response. 
At  present  these  are  precisely  the  arguments 
-  financial  and  skill  deficit  -  that  are  offered 
as  excuses  for  the  Colleges'  failure  to  re- 
spond to  the  needs  of  individual  local  stu- 
dents. 

By  contrast,  there  is  specialist  provision 
for  deafblind  young  people  which  is  philo- 
sophically and  practically  based  on  the  be- 
lief that  this  group  has  the  right  to  a  continu- 
ing educational  programme,  and  that  they 
have  much  still  to  achieve  between  the  ages 
of  19  and  24.  For  the  most  part  this  provision 
is  based  on  24  hour  programmes  and  as  a 
consequence  is  residential.  However,  in- 
creasingly day  placements  are  being  devel- 
oped for  students  as  an  alternative  for  those 
who  wish  to  live  with  the  family.  This  kind 
of  specialist  provision  has  been  developed 
by  voluntary  organisations  like  Sense,  and 
places  are  bought  by  local  authority  agen- 
cies for  students  for  whom  this  kind  of  pro- 
vision is  appropriate. 

What  about  funding? 

At  present  deafblind  students  are  financed 
in  a  variety  of  ways  and  some  have  shared 
funding.  The  FEFC  also  has  a  responsibility 
to  students  with  disabilities,  but  only  those 
following  specific  types  of  courses.  There  is 
a  real  concern  that  students  with  more  se- 
vere disabilities  may  find  it  harder  than 
others  to  access  support  from  this  agency. 

FEFC  have  convened  a  Committee  under 
Sir  John  Tomlinson  to  review  further  educa- 
tion in  England  for  students  with  disabilities 
and  learning  difficulties.  Its  aim  is  to  give 


advice  about  what  the  FEFC  can  do  to  make 
sure  these  students  can  take  a  full  part  in 
further  education. 

Sense  has  submitted  evidence  to  the  Com- 
mittee and  has  invited  parents  to  do  the 
same.  The  Committee  is  presently  gathering 
evidence  from  students  themselves  about 
their  experiences  of  the  system.  We  shall 
have  to  think  of  effective  and  imaginative 
ways  of  making  our  pupils  and  students 
abilities  known  to  the  Committee,  as  giving 
verbal  evidence  in  a  semi-formal  setting  will, 
not  be  effective  for  many.  It  is  vital  that  this 
influential  group  realise  that  continuing  edu- 
cation is  firmly  on  the  agenda  for  deafblind 
young  people  and  that  any  future  funding 
arrangements  need  to  recognise  this  fact. 

If  we  glance  back  into  our  not  too  distant 
past  we  find  there  was  a  time  when  children 


with  complex  needs  were  considered  to  be 
ineducable.  A  change  in  legislation  was  re- 
quired to  alter  things,  but  more  importantly 
a  radical  shift  in  thinking  was  needed  on  the 
part  of  planners  and  educators  in  order  to 
get  things  moving  forward  for  many  chil- 
dren. It  is  the  children  who  have  benefited 
from  this  specialist  planning  at  school  who 
are  now  demanding  access  to  continuing 
education.  Another  shift  in  thinking  is 
needed  to  ensure  that  these  young  people 
are  included  in  national  strategic  planning 
for  further  education,  and  have  access  to  a 
choice  of  specialist  residential  provision  or  a 
local  College.  Most  importantly  the  right  to 
funding  must  be  clearly  established  and 
understood  so  that  the  door  to  a  more  satis- 
fying quality  of  life  remains  open. 


Eileen 
Boothroyd 

Education 
Officer 
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difference 


Into  the  next 
millennium 

In  Sense's  fortieth  birthday  year  I  wonder  what  the  twelve  families 
who  established  the  Rubella  Children's  Group  all  those  years  ago 

would  think  of  us  now?  We  feel  well  justified  in  adopting  our 

anniversary  motto  -  Forty  years  of  making  a  difference  to  the  lives 

of  deaf  blind  people.  But  in  the  light  of  what  has  been  achieved,  it 

is  very  easy  to  forget  just  how  little  support  there  was  for  those 

original  twelve  parents  back  in  1955  and  more  importantly,  how 

much  more  work  we  still  have  to  do  today. 

Norman  Brown,  Sense's  specialist  advisor  on  congenital 

deafblindness  looks  back  over  the  years  at  the  events  which  have 

made  Sense  the  organisation  we  know  today.  His  article  is 

followed  by  Sense  Chief  Executive  Rodney  Clark's  vision  for 

Sense  in  the  future. 


Sense  founder  members  Pe%%y 
I  reenutn  (right)  and  Margaret 
Brock  'middle)  with  Jessica  Hills, 
Chair  of  Sense 
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Norman  Brown: 

The  Challenges  Facing  Sense 


The  year  I  left  school  and  went  as  a 
very  immature  young  man  to  Uni- 
versity, twelve  mothers  were  decid- 
ing to  form  The  Rubella  Group.  While  I  was 
gaining  instant  maturity  by  growing  a  beard 
and  starting  to  smoke,  the  twelve  mothers 
were  trying  to  support  one  another  and  to 
discover  someone,  anyone,  who  would  help 
educate  their  children.  I  was  intent  on  being 
a  teacher,  but  with  my  sights  set  on  English 
in  secondary  schools.  I  did  not  know  of  the 
children  of  the  Rubella  Group;  they  were 
classified  as  ineducable  and  did  not  figure  in 
our  options. 

Eleven  years  later,  when  a  little  rubella 
boy  enlarged  my  own  family,  the  Rubella 
Group  had  grown  into  The  National  Asso- 
ciation for  Deaf/ Blind  and  Rubella  Handi- 
capped Children  and  was  ready  to  welcome 
and  support  the  successful  teacher  of  Eng- 
lish who  was  also  the  confused,  over- 
whelmed and  completely  ignorant  father  of 
a  deafblind  child. 

My  life,  and  my  continuing  education, 
has  remained  entwined  with  'NADBRH',  as 
we  then  called  it,  ever  since. 

Tony  Best,  in  celebrating  achievements  at 
a  recent  Education  conference,  chose  as  his 
first  achievement,  the  courageous  decision 
in  the  mid  1970s  to  employ  a  full-time  Gen- 
eral Secretary  (now  a  Chief  Executive).  It 
marked  the  beginning  of  a  most  dramatic 
and  traumatic  change  for  Sense  and  her- 
alded an  almost  unprecedented  impact  on 
the  education  of  and  provision  for  a  very 
small  and  vulnerable  group  of  our  fellow 
human  beings. 

In  moving  from  voluntary  working  our- 
selves to  having  professionals  working  for 
us,  we  parent  members  learned  we  could 
not  keep  pace  with  all  that  was  going  on.  In 
moving  later  from  campaigning  for  serv- 
ices, to  having  our  own  professionals  pro- 
viding them,  we  learned  that  we  could  not 
even  understand  all  that  was  going  on.  We 
moved  from  near  bankruptcy,  through  to 
handing  over  some  control,  across  feelings 


of  being  deskilled,  left  behind,  even  under- 
valued, to  a  growing  trust,  an  amazed  rec- 
ognition of  success,  and  into  a  new  partner- 
ship which,  having  grown  out  of  a  family 
model,  is  still  evolving  and  full  of  dynamic 
tensions  and  glories.  It  is  upon  this  last 
phase  that  I  am  concentrating. 

The  Rodney  years 

When  I  began  teaching,  even  when  my  own 
son  was  born,  deafblind  children  were  clas- 
sified as  ineducable,  despite  the  fact  that 
Joan  Shields  was  educating  them  in  Path- 
ways. 1970  saw  the  removal  of  the  barriers 
and  the  right  to  education  given  to  all  chil- 
dren. Categories  of  handicap  were  estab- 
lished, but  not  one  for  deafblind,  and  educa- 
tion depended  upon  your  category.  It  was 
on  the  target  of  a  recognised  category  that 
we  concentrated  until  the  1981  Education 
Act  abolished  them  all.  Strangely,  now,  in 
an  age  of  no  categories  we  have  a  Depart- 
ment for  Education  Policy  Document  on  the 
education  of  deafblind  children,  a  govern- 
ment supported  consortia  approach  to  de- 
veloping provision,  and  training  courses  for 
teachers  and  other  staff.  That  did  not  hap- 
pen by  chance  or  mere  goodwill;  it  is  a 
culmination  of  consistent,  co-operative  and 
credible  campaigning  in  which  we  have 
played  a  major  part,  all  starting  with  those 
twelve  mothers  who,  through  their  'off- 
spring', changed  Government  policy. 

From  that  staff  of  one  we  have  come  to  a 
staff  approaching  1,000.  From  reserves  of 
£14,000  in  the  mid  1970s  when  we  first  risked 
employing  a  Secretary,  we  have  come  in  the 
mid  1990s  to  an  annual  turnover  of 
£13,000,000,  with  professional  teams  both 
raising  and  administering  it.  From  no  adult 
placements  anywhere  we  now  have  over 
200  of  our  own  and  more  appearing.  From 
no  support  in  the  early  years  except  that 
provided  by  other  parents  we  have  come  to 
teams  of  education  advisers  and  family  sup- 
port workers.  From  Jessica's  front  room  we 
have  come  to  a  Head  Office  in  London  and 
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Family  focus  and 
involvement, 
advocacy,  early 
intervention  and 
campaigning  are 
our  constants  and 
would  all  have 
been  recognised 
by  the  original 
Rubella  group. 


six  regional  centres.  We  have  three  Family 
Centres,  a  Family  and  Respite  Centre,  four 
specialist  workshop  and  occupation  cen- 
tres, and  more  of  each  on  line. 

Compared  with  our  beginnings,  a-mighty 
army  and  a  magnificent  provision.  Expan- 
sion as  a  result  of  the  quality  of  the  people 
involved,  constants  of  principle  and  focus, 
opportunistic  flair  and  courage,  and  happy 
accidents. 

The  'happy  accidents'  started  when  the 
first  parents  thought  deafblindness  and  con- 
genital rubella  were  really  the  same  and  set 
up  an  organisation  that  would  inevitably  be 
drawn  into  all  the  areas  of  deafblindness 
that  were  not  rubella  caused  and  into  all  the 
areas  of  organically  caused  sensory  impair- 
ment which  were  not  quite  deafblindness. 

Other  happy  accidents  were  the  Magpie 
Appeal's  demand  that  we  have  a  concrete 
project  for  children  that  they  could  fundraise 
for  on  TV,  and  we  got  the  Ealing  Family 
Centre,  and  therefore  eventually  the  Family 
Advisory  Service,  well  before  we  had 
planned.  Another  was  the  commitment  to 
rent  part  of  the  closed  Royal  School  for  the 
Deaf  in  Birmingham  which  led  to  our  taking 
on  the  whole  site  and  to  The  Princess  Royal 
Centre. 

Harnessing  opportunities 

Other  developments  were  'opportunistic'  in 
the  sense  of  harnessing  the  dynamism  and 
determination  of  family  members  and  their 
friends.  Thus  the  whole  of  Sense  Scotland, 
the  emergence  of  Andlaw  House,  the  Louth 
bungalow,  the  Woodside  Family  Centre  and 
the  new  Welsh  and  Northern  Ireland  provi- 
sion stems  from  family  and  Branch  initiative 
and  endurance. 

The  major  part  of  our  progress  must,  of 
course,  have  been  planned  and  controlled. 
You  cannot  take  advantage  of  opportunities 
and  happy  accidents  unless  you  are  solidly 
grounded  and  clear  in  your  objectives. 

The  'constants  of  principle  and  focus' 
emerged  again  from  our  present  Strategic 
Plan  consultation  process,  the  most  exten- 
sive ever  engaged  in  by  Sense.  Family  focus 
and  involvement,  advocacy  for  those  who 
cannot  advocate  for  themselves, 
deafblindness  as  the  major  and  enabling 
expertise,  early  intervention,  campaigning  - 
the  Rubella  Group  would  have  recognised 
them  all. 

What  the  Rubella  Group  would  not  have 


foreseen  and  maybe  would  not  even  have 
dreamed  of  are  not  only  new  types  of  provi- 
sion, like  the  Woodside  Family  Centre  in 
Bristol  and  the  invaluable  regional  advisory 
service,  but  intangibles  like  our  international 
involvement  and  reputation,  the  credibilitv 
and  stature  of  our  practitioners  and  repre- 
sentatives in  national  professional  and  po- 
litical circles,  the  quality  of  our  tiaining  and 
the  demand  for  it. 

Real  need 

All  this  could  not  have  happened  unless  the 
need  was  real,  our  response  was  effective 
and  our  practice  was  soundly  based.  Flawed 
idealism  would  have  floundered  long  ago. 
We  have  come  a  long  way,  and  we  have 
achieved,  or  have  been  involved  in  the 
achievement  of,  much.  And  I  still  glory  in 
being  able  to  say  'we',  knowing  it  means  all 
of  Sense  and  all  of  you  and  all  the  wonderful 
network  of  equally  committed  people  in 
statutory  and  fellow  voluntary  organisa- 
tions. 

I  am  also  learning  to  find  a  new  place  in 
the  new  world,  looking  to  see  where  I  can  be 
of  most  value  and  rejoicing  in  being  over- 
taken by  younger,  more  energetic  but  equally 
committed  and  better  skilled  people  to  carry 
us  forward  into  the  next  millennium. 


Her  Royal  Highness  The  Princess  Royal, 
Sense's  Patron 
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Could  anyone  10  years  ago  have  de- 
scribed Sense  as  it  is  now?  Certainly 
not  me.  At  that  time,  I  had  only  one 
aim,  or  at  least  one  conscious  aim.  That  was 
to  establish  a  centre  for  the  most  handi- 
capped of  our  disability  group,  particularly 
for  those  parents  who  had  fought  for  years 
and  were  still  nowhere  near  getting  the  sort 
of  services  for  their  children  that  were  be- 
coming available  to  others.  I  would  prob- 
ably have  been  frightened  to  death  if  I  had 
had  a  glimpse  of  the  distant  future  then. 

Could  anyone  have  anticipated  the 
changes  in  the  wider  world-  the  collapse  of 
Communism,  the  Berlin  wall,  Mandela  as 
President  in  South  Africa,  the  real  hope  of 
peace  in  Northern  Ireland.  The  economic 
situation  when  we  were  coming  out  of  reces- 
sion into  what  was  to  be  a  very  short-lived 
boom  followed  by  the  longest  recession  in 
our  postwar  experience.  And  then,  less  earth 
shattering  but  important  to  us,  the  profound 
changes  that  have  taken  place  in  our  envi- 
ronment: changes  in  the  role  of  voluntary 
organisations  and  local  government  creat- 
ing chaos,  confusion  and  disillusionment  on 
the  one  hand  and  some  major  opportunities 
on  the  other,  if  we  are  only  perceptive  and 
courageous  enough  to  take  advantage  of 
them. 

Family  focus  still  constant 

Fortune  has  smiled  on  us  wonderfully  dur- 
ing the  1 980s  but  it  has  not  been  all  pure  luck. 
There  have  been  constants  amidst  the  cha- 
otic change  that  have  helped  us  determine 
the  way  forward  even  when  the  mists  were 
very  thick  indeed. 

Firstly,  there  is  the  family  focus,  as  strong 
now  as  it  ever  was.  In  the  growth  of  Sense's 
business,  we  have  endeavoured  to  maintain 
this,  not  always  successfully.  Of  course  there 
are  times  when  business  concerns  must  be 
uppermost  but  I  think  I  can  say  that  there  are 
few  people  in  the  organisation  who  are  not 
ready  and  willing  to  drop  things  at  a  mo- 
ment's notice  if  a  serious  situation  confront- 


ing one  of  our  families  arises.  It  must  be  very- 
hard  sometimes  for  families  to  feel  that  they 
have  a  place  in  what  is  now  a  large  organi- 
sation, but  please  do  not  be  deterred  there  is 
a  place  for  everyone  as  those  families  who 
are  actively  involved  will  tell  you.  Indeed,  it 
is  a  continuing  pleasure  to  me  that  our  Gov- 
erning Council  is  still  composed,  as  it  al- 
ways has  been,  of  family  members  and  pro- 
fessionals involved  in  the  direct  provision 
of  services  to  our  children  and  adults.  As 
organisations  grow  in  strength  and  credibil- 
ity, and  particularly  when  they  are  blessed 
with  Royal  patronage,  there  are  those  who 
wish  to  use  them  for  their  own  social,  politi- 
cal and  career  ambitions.  We  have  been 
mercifully  spared  from  this. 

Secondly,  the  contribution  of  individuals 
has  been  vital,  from  our  founding  mothers 
like  Peggy  and  Margaret  to  key  movers  such 
as  Gill  Morbey  in  Scotland  and  Peter  Holman 
in  the  South-west,  individual  visions,  deter- 
mination and  hard  work  have  taken  us  for- 
ward. And  this  is  where  I  wish  to  refer  again 
to  the  opportunism  I  mentioned  at  the  start. 
Our  plans  have  not  been  so  rigid  that  they 
have  prevented  us  from  taking  advantage 
of  opportunities  when  they  have  come  along. 
Such  entities  as  Sense  Scotland,  The  Prin- 
cess Royal  Centre  just  up  the  road,  The 
Woodside  Centre  in  Bristol,  Andlaw  House 
in  Exeter,  the  Group  Home  in  Louth  (I  could 
go  on  and  on)  did  not  come  about  as  a  result 
of  any  planning  process  but  because  some- 
one wanted  it  and  presented  Sense  with  a 
realistic,  if  at  times  very  risky,  proposition. 
The  combination  of  all  the  efforts  of  those 
individuals  means  that  Sense  has  now 
reached  a  state  of  evolution  where  it  is  more 
than  the  sum  of  its  parts,  where  it  is  no 
longer  dependent  on  the  efforts  of  a  single 
individual  and  where  the  organisation's 
ethos  has  a  life  of  its  own.  And  where  life  is 
a  little  more  manageable  and  a  little  less 
risky  than  before.  But,  and  it  is  a  big  but,  I 
can  promise  that  as  long  as  I  am  Chief  Ex- 
ecutive, if  any  person  reading  this  or  in  our 


Rodney  Clark 

Sense's  Chief  Executive 
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I  hope  we  will 
always  find  ways 
of  keeping  and 
valuing  all  parts  of 
Sense  from  self- 
help  branches  to 
campaigns, 
advocacy  and 
community  homes. 


wider  family  has  a  good  idea  for  a  new- 
development,  they  will  get  a  very  respon- 
sive hearing.  And  we  will  always  take  risks 
if  we  feel  the  idea  is  right. 

Missionary  approach 

Another  strength  has  been  our  cause.  We 
serve  a  group  of  people  with  extreme  and,  to 
many  people,  incomprehensible  disabilities, 
yet  people  with  an  equal  capacity  for  a  qual- 
ity of  life  if  they  are  given  the  opportunities 
and  the  means.  People  who  have  been  de- 
nied so  much  and  who  therefore  deserve  the 
best  of  everything  we  can  give  them.  I  know 
that  these  sentiments  are  shared  by  the  peo- 
ple with  whom  I  work  and  we  have  no 
difficulty  therefore  in  working  hard  and 
enthusiastically  to  promote  the  cause.  We 
have  a  missionary  approach,  believing  that 
there  is  a  better  life  than  that  provided  by  a 
lot  of  hospitals  and  homes  across  the  coun- 
try now  and  will  speak  out  and  campaign 
on  behalf  of  our  beneficiaries  without  let- 
ting the  loss  of  a  possible  contract  deter  us. 

Can  we  keep  this  up?  What  does  the  fu- 
ture outside  Sense  hold  for  us?  Will  we  see 
acceptance  of  congenitally  deafblind  people 
and  people  with  the  most  complex  and  pro- 
found multiple  disabilities  in  the  wider  com- 
munity, in  the  shops  and  pubs  and  streets  of 
every  city,  town  and  village?  Or  will  we  get 
a  swing  back  to  hospitals  for  the  most  disa- 
bled. Will  we  get  equal  rights  that  will  result 
in  the  high  staffing  and  support  that  deafblind 
people  need  and  radical  changes  to  the  way 
society  thinks  about  disability?  Will  we  get 
Disability  Rights  legislation,  the  absence  of 
which  is  to  the  discredit  of  governments  that 
have  seen  the  wisdom  of  legislation  on  the 
grounds  of  sexual  and  racial  discrimination, 
or  will  it  be  minimum  rights  with  minimum 
packages  of  care  available  for  all  no  matter 
what  they  need? 

On  a  wider  front  still,  what  will  we  be 
confronted  with.  For  years,  our  media  have 
inundated  us  with  apocalyptic  visions  of  an 
insupportable  population  explosion  world- 
wide, carrying  with  it  the  threat  of  escalat- 
ing conflicts,  followed  by  overwhelming 
famine  and  disease  in  their  wake.  Others 
point  to  the  growing  wealth  of  the  devel- 
oped world,  substantial  disposable  income 
that  should  put  us  all  on  Easy  Street. 

Within  Sense,  will  we  have  established 
Sense  regions  with  a  range  of  quality  serv- 
U  <-,  in  each?  Also  a  choice  of  very  specialist 


national  services  that  we  see  as  essential?  Or 
will  we  see  the  success  of  local  authority 
attempts  to  keep  everything  local  and  ge- 
neric- local  non-specialist  services  or  pack- 
ages of  care  for  all?  Will  Sense  have  a  high 
profile,  be  known  to  everyone  so  that  you 
can  say  the  name  without  having  to  explain 
it?  Will  we  always  have  to  fight  with  the 
same  degree  of  intensity  in  order  to  achieve 
our  objectives  or  when  we  complain?  Or 
indeed,  will  we  be  the  service  provider  that 
people  complain  about?  Will  we  be  the  es- 
tablishment and  not  the  dynamic  young 
upstarts? 

Can  we  continue  to  be  dynamic? 

One  of  the  major  challenges  for  us  will  be 
how,  in  middle  age,  we  can  continue  to  be 
dynamic  and  to  strive  to  meet  needs,  to 
provide  quality  services,  to  improve  serv- 
ices, to  listen  to  families,  to  involve  users,  to 
grow  and  change,  to  be  businesslike...  but 
also  to  remember  to  care.  One  thing  is  cer- 
tain, we  are  in  a  climate  of  continual  change 
and  we  must  maintain  the  flexibility  to  re- 
spond to  that  change  or  even  to  create  it  for 
the  benefit  of  our  beneficiaries  and  our  or- 
ganisational health.  We  have  managed,  with 
varying  degrees  of  success  to  be  both  a  serv- 
ice provider  and  a  membership  and  cam- 
paigning organisation  to  date.  Perhaps  we 
will  not  be  able  to  sustain  this  and  the  need 
for  two  organisations  will  emerge.  I  hope 
that  we  will  find  ways  of  keeping  and  valu- 
ing and  protecting  all  our  components  and 
parts,  from  self-help  branches  to  campaigns 
to  advocacy  to  homes. 

Whatever  happens,  it  is  no  longer  just  up 
to  me  or  to  you.  What  happens  now  is  up  to 
us  all  to  work  out  and  strive  to  achieve 
together  -  in  partnership  and  sometimes  in 
conflict  but  always  with  the  same  ends  in 
mind.  All  I  can  do  is  to  renew  my  undertak- 
ing to  work  with  energy  and  commitment 
and,  most  important  of  all,  with  confidence 
to  securing  those  ends. 
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40  years  of  Talking  Sense 

Regular  readers  of  Talking  Sense  will  know 
that  this  year  Sense  celebrates  its  40th  birth- 
day. Under  the  banner  "40  Years  of  Making 
a  Difference"  we'll  be  looking  at  some  of 
Sense's  achievements  over  its  40-year  his- 
tory -  not  least  of  which  is  Talking  Sense. 
Peggy  Freeman  MBE  was  one  of  Sense's 
founder  members  and  responsible  for  the 
forerunner  to  Talking  Sense.  In  this  issue,  we 
reproduce  her  first  "Rubella  Group"  news- 
letter. 


Newsletter  No.  1 
April  1955 
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Dear  Group 

Here  is  a  first  effort.  I  do  hope 
it  will  prove  interesting  and 
that  I  may  have  your  criticism 
and  suggestions  for  improve- 
ment. 

I  have  tried  this  time  just 
to  give  a  brief  outline  of  the 
disabilities  and  general 
progress,  together  with  the 
names  and  addresses.  This 
should  give  some  idea  of  the 
others  and  I  hope  those  with 
the  younger  kiddies  will  not 
hesitate  to  write  to  the  par- 
ents of  the  older  children  for 
advice  which  will,  I  know,  be 
gladly  given. 

Details  are  only  short,  but 
I  hope  you  will  all  let  me  know 
new  progress  and  develop- 
ments so  that  a  series  of  these 
letters  would  enable  us  to 
build  up  a  picture  of  the  pre- 
school years  and  the  way  in 
which  the  educational  prob- 
lem is  being  tackled  -  and 
above  all,  get  to  know  each 
other.  Some  of  us  have  been 
able  to  meet,  but  we  are  so 
scattered  that  this  is  not  easy 
-  I  should  welcome  a  visit  to 
Gravesend  of  any  of  you  who 
could  manage  it. 

I  am  sending  a  copy  of  this 
to  Dr  Huss  of  the  Min.  of  Edu- 
cation Special  Branch,  as  he 
has  expressed  an  interest  in 
our  Group.  If  anyone  hears  of 
similar  cases  not  mentioned, 
do  write  to  them  or  let  me 


have  details  so  that  I  can  write. 
There  must  be  more  as  Mrs 
Brock  sent  me  a  cutting  from 
theDecissueof  'Lancef  which 
stated  that  Condover  Hall  had 
tested  17  cases  over  the  past 
18  months.  I  do  wish  there 
was  a  way  to  get  in  touch  with 
parents  of  such  children  at 
their  birth  for  it  is  then,  most 
of  all,  we  could  be  of  help. 

Lastly  -  I  am  attaching  a 
copy  of  an  article  in  "Mother 
and  Child"  which  is  interest- 
ing. I  am  sure  that  we  all  feel 
that  ultimately  this  whole 
problem  must  be  dealt  with 
at  source  and  it  is  good  to 
know  that  things  are  not 
standing  still.  If  you  have  not 
seen  this  magazine  I  think  you 
would  find  it  useful  to  have  - 
it  has  a  good  article  on  Back- 
wardness this  month. 

My  best  wishes  to  you  all 
and  thank  you  again  for  your 
letters  -  behind  their  contents 
lies  so  much  patience  and 
courage  which  should  be  an 
inspiration  to  us  all.  Here's  to 
the  next  newsletter  -  shall  we 
hope  in  July. 

Yours  very  sincerely, 


An  achievement  for  Lee 


Congratulations  to  Lee 
Taylor  of  Staffordshire,  who 
was  joint  bronze  winner  in 
the  1995  Young  Deaf  Achiev- 
ers Awards,  sponsored  by 
British  Telecom. 

Lee,  who  was  born 
deafblind,  won  his  award  for 
successfully  achieving  his 


lifetime  ambition  to  work  at 
Fosters,  a  top  clothing  store 
in  home  town.  The  store 
manager  was  so  impressed 
with  Lee's  determination  to 
perform  well  on  his  work 
experience  placement  that 
he  offered  Lee  a  permanent 
job. 
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Peggy  Freeman 


A  Big  THANK  YOU 

To  all  those  of  you  who  called 
the  Sunday  Mirror  to  vote 
for  Sense  in  the  Liverpool 
and  Victoria  Charity  Chal- 
lenge snooker  promotion  last 
November.  Sense  was  one  of 
64  charities  taking  part  and 
only  narrowly  missed  going 


through  to  the  next  round  of 
the  tournament.  In  the  event, 
we  were  third  in  our  category 
behind  Barnardos  and  CLIC 
-by  just  100  votes. 

Many  thanks  foryour sup- 
port. Here's  to  potting  the 
black  the  next  time! 
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Angel  Silence 


A  lie  I  believe, 

Yes  it  is  my  child 

Listening  to  voices, 

That  will  show  me, 

Hearing  sounds,  lies. 

who  will  lead  the  way 

Angel,  Child  of  Love, 

YOU  SAY 

Hopes  of  the  Future. 
A-ah  a  child  easy  to  love, 
Yet  hard  to  manage. 
Stretching  out,  looking 

I  can  not  do. 
I  can  not,  not  do 
what  he  can  not  do. 

round, 

Tell  me  what  you  think 

Needing  help, 

What  are  your  secrets? 

Help, 

What  is  it  you  can  tell? 

HELP  YOURSELF 

Tears  that  sparkle 

What  is  wrong? 

like  the  spring  dew, 

What  has  happened  to  my 

Thoughts  that  fall 

child? 

like  the  autumn  leaves. 

What  has  happened  to  my 

Hearts  that  melt 

strength? 

like  the  winter  snow 

How  do  I  cope? 

Freshen  the  room 

How  do  I  learn? 

like  the  gentlest  breeze. 

When  we  are  in  need  of 

love, 

You  are  there 

with  the  warmest  of  smiles, 

When  we  gain  strength 

you  are  always  there 

and  with  an  inexhaustible 

love 

waiting  our  return. 

Dear  Lord,  Did  you  take 

your  thanks, 

Before  granting  my  request? 

I  felt  nothing, 

Nothing,  just  numbed  with 

the  news, 

Moving  without  thinking 

Just  living  in  trust. 

Handicap  who  is  handicap? 
Couldn't  move  for  worry, 
Blind,  couldn't  see  for  tears. 
Deaf,  couldn't  listen  for 
confusion. 
Could  not  smile, 
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for  fear  it  might  not  last. 

Yes  Lord  you  took  your 

thanks, 

and  gave  more  than  was 

ever  asked. 

A  life  rich  and  more 

complete, 

An  angel  I  can  see, 

An  angel  I  can  touch, 

An  angel  who  engages  us  in 

silence. 


P  C  Gallagher 


This  poem  was  written 
by  one  of  Sense  NTs 
parents,  and  we  are 
delighted  to  include  it. 


Good  for  Julie 


Dear  Ms  Matson 

Re:  "Coming  to  Terms  with  Thomas" 


In  the  last  issue  of  Talking  Sense  Members'  News  featured  an 
article  entitled  "Coming  to  Terms  with  Thomas".  This  was 
written  by  Julie  Akers,  who  we  omitted  to  credit. 

Julie's  article  provoked  a  good  deal  of  response  to  Sense 
from  other  parents  -  some  of  whom  wanted  to  stress  the 
positive  side  of  bringing  up  a  child  with  Usher  syndrome, 
and  others  who  wished  to  thank  her  for  airing  her  struggles 
and  fears  honestly. 

Talking  Sense  is  always  happy  to  hear  from  readers  on 
any  subject,  but  particularly  Members'  News.  Why  not  put 
pen  to  paper  and  let  us  know  how  you're  getting  on? 


Ihotna;  AVrrs 


I  am  writing  to  congratulate 
you  on  including  in  the  cur- 
rent issue  of  Talking  Sense  this 
brilliant  article,  written  by  a 
very  brave  lady. 

I  admire  her  immensely  for 
being  so  completely  and  ut- 
terly honest.  She  admits  she 
fell  apart,  seriously  consid- 
ered killing  her  son  and  yet, 
in  spite  of  the  depth  of  feel- 
ings she  had  to  control  and 
work  through,  she  can  finally 
say  she  would  not  wish  to 
swap  Thomas  for  a  'normal 
eight  year  old'. 

I  am  pleased  to  hear  that 
she  had  counselling  every 
week  for  a  year,  which  obvi- 
ously helped  her  come  to 
terms  with  her  problems. 
Unfortunately,  in  my  day,  no 
such  help  was  forthcoming. 
My  son  with  Usher  syndrome 
is  now  nearly  33,  and  we  did 
not  discover  until  he  was  17 
that  he  had  an  eye  problem 
too.  When  I  learned  of  this 
additional  handicap,  I  was  so 
appalled  that  I  could  not  bring 


myself  to  tell  him,  and  he  did 
not  find  out  for  about  18 
months,  when  we  discussed 
the  situation  fully. 

Oddly  enough,  this  is  the 
very  first  time  that  I  have  seen 
in  print  the  fact  that  colour 
vision  can  be  affected.  My  son 
had  problems  differentiating 
between  brown /red /pink, 
dark  blue /dark  green,  al- 
though we  were  never 
warned  of  this. 

As  this  lady  says,  one  very 
important  issue  is  that 
Thomas  should  feel  he  has 
reached  his  full  potential,  de- 
spite his  problems.  (My  son 
has  frequently  surprised  me 
by  his  achievements!)  One 
day,  I  hope  Thomas  will  ap- 
preciate how  fortunate  he  is 
to  have  such  a  Mother,  who  is 
brave  enough  to  face  up  so 
honestly  to  the  situation. 
Burying  one's  head  in  the 
sand  doesnot-unfortunately 
-  alter  the  facts. 

(Mrs)  Verity  J  Turrell 
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Book  Review 

A  Special  Partnership 

Linda  Kerr,  Liz  Sutherland  and  Joyce  Wilson 


This  is  a  book  which  is  long 
overdue.  It  tells  in  everyday 
language,  with  no  hint  of  jar- 
gon, how  special  needs  are 
identified,  the  rights  of  par- 
ents to  contribute  to  assess- 
ment of  a  child's  needs  and 
the  choice  of  school. 

At  last,  the  exact  role  of 
the  named  person  is  spelt  out, 
and  both  their  powers  and 
limitations  in  this  role  are 
made  clear. 

Both  as  the  parent  of  a 


handicapped  child  and  as  a 
named  person  for  other  peo- 
ple's children,  I  could  have 
done  with  this  book,  15  years 
ago!  Warmest  congratulations 
and  thanks  to  the  authors. 

A  Special  Partnership:  A  practi- 
cal guide  for  named  persons  and 
parents  of  children  with  special 
educational  needs 

ISBN  Oil  495237  X 

Available  from:  HMSO 
Price:  £3.95 


Minibuses  Needed 

Is  your  minibus  used  during  the 
summer  holidays? 

If  it  is  not  or  it  is  free  for  any  length  of 
time,  and  you  would  be  willing  to  consider 
lending  it  to  the  Sense  holidays  team  we 
would  be  delighted  to  hear  from  you. 

Sense  runs  a  large  holiday  programme  for 
deafblind  children,  young  people  and 
young  adults.  We  have  a  variety  of  holi- 
days taking  place  all  around  the  country 
and  rely  on  the  generosity  of  many  schools 
who  lend  us  their  minibuses  to  help  trans- 
port groups  to  and  from  the  venues  and  to 
activities  during  the  holiday. 

We  are  always  on  the  look  out  for  more 
minibuses  -  tail-lift  buses  are  particularly 
needed.  Sense  will  of  course  provide 
comprehensive  insurance  cover  for  the 
vehicle  while  it  is  in  Our  possession.  Our 
holidays  start  on  Saturday  22nd  July  and 
finish  on  Saturday  2nd  September. 

If  you  can  help  or  want  more 
information,  please  contact 
Lucinda  Dowson,  Holiday  Officer 
at  Sense  HQ  on  0171-272  7774 


The  Practical  Management  of  Eating  & 
Drinking  Difficulties  in  Children 

April  Winstock 


The  Practical  Management  of 
Eating  &  Drinking  Difficul- 
ties in  Children  by  April 
Winstock  is  an  excellent  new 
resource  for  professionals 
and  people  who  work  with 
children  who  have  eating  and 
drinking  difficulties.  The 
book  is  very  clearly  written, 
well  organised  and  illus- 
trated. The  book  provides 
general  backgound  informa- 
tion which  is  useful  for  any- 
one who  works  with  children 
having  feeding  or  drinking 
difficulties.  There  are  specific 
chapters  which  cover  areas 
such  as  positioning,  assess- 
ment, practical  management, 
school  issues,  visual  impair- 
ment, nutrition  and  dribbling. 

There  is  a  particularly  rel- 
evant chapter  on  special  is- 
sues regarding  the  child  with 
a  visual  impairment  where 
clear  guidelines  are  given 
about  position,  environment, 
communication  and  other 
important  and  relevant  fac- 
tors to  consider  when  work- 
ing with  a  child  having  a 
visual  impairment.  The  clar- 
ity with  which  the  author  de- 
scribes the  needs  and  diffi- 
culties which  may  be  encoun- 
tered by  children  can  best  be 
illustrated  by  quoting  from 
this  chapter:  "The  child  with 
a  visual  impairment  may  be 
unable  to  see  what  is  avail- 
able at  mealtimes.  He  may 
need  to  smell  what  is  pre- 
sented in  order  to  appreciate 
what  is  there.  It  is  therefore 
important  to  ensure  that  food 
smells  are  always  linked  to 
the  real  item  to  make  it  mean- 
ingful to  the  child.  For  exam- 
ple, if  the  child  smells  an  or- 
ange then  an  orange  should 
be  available  to  feel,  taste  and 
eat  (if  safe  to  do  so). 

The  child  can  also  use  his 
sense  of  smell  to  judge  where 
his  food  is  in  relation  to  him- 
self. It  can  help  him  to  pre- 
pare for  the  approaching 
spoon  or  cup  both  physically 
(being  ready   to  open  his 


mouth)  and  emotionally  (re- 
maining calm).  Individuals 
vary  in  their  reactions  to 
smells  and  some  caution  is 
needed  in  their  introduction 
to  children  to  minimise  the 
incidence  of  strong  negative 
responses  such  as  withdrawal 
or  crying." 

The  structured  way  in 
which  April  Winstock  men- 
tions the  essential  holistic  ap- 
proach, the  importance  of  rou- 
tines, the  way  we  approach 
individual  educational  pro- 
grammes and  the  manifold 
factors  to  consider  when  in- 
troducing new  experiences  to 
our  children,  illustrates  Ms 
Winstock's  style.  As  co-work- 
ers who  are  often  asked  about 
the  best  approaches  towards 
working  with  our  children  I 
feel  that  The  Practical  Man- 
agement of  Eating  &  Drink- 
ing Difficulties  in  Children 
will  be  an  excellent  resource 
book  and  a  positive  help  for 
people  working  towards  de- 
veloping independence  skills 
for  children  with  complex 
needs. 

April  Winstock's  book 
should  be  an  essential  addi- 
tion to  any  specialised  library. 

Rosalind  Wyman 
Ealing  Family  Centre 

ISBN  0-86388-123-8 

Available  from:   Winslow 
Press  1994 
Price:  £29.50 
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Intervenor  Wanted 

An  intervenor  is  sought  with  appropriate  skills  and 
experience  to  work  with  a  young  person  who  is 
profoundly  deaf  and  has  impaired  vision.  He  attends 
a  residential  school  where  there  has  been  a  long- 
standing programme  involving  Interveners. 

For  the  past  three  years  he  has  also  had  the  support 
of  Interveners  who  have  maintained  an  ongoing 
programme  of  varied  activities  within  and  beyond  his 
home  during  school  holidays.  There  are  126  hours 
per  annum  funded  by  the  Social  Services 
department. 

His  parents  are  thoroughly  supportive  of  this  work 
and  happy  to  arrange  hours  convenient  to  an 
Intervenor. 

If  this  interests  you,  and  you  would  like  more  details 
please  contact  Don  Elliot  (Assistant  Social  Worker 
with  Deaf  People),  Crawley  Social  Services,  W. 
Sussex.  Tel:  01293  535381. 


Communication  works  are  looking  for  deaf 
tutors  to  teach: 


Level  1  CACDP  Sign  Language 

Level  2  CACDP  Sign  Language 

Level  3  CACDP  Sign  Language 

Deaf  Awareness 

Tutors  are  needed  to  teach  all  over  the  UK. 

For  further  information  please  contact: 

Communication  Works 
PO  Box  439 
Beaconsfield 
Bucks  HP9  2QY. 

Voice  /  Minicom:  (01494)431664  /  432321 
Minicom  24hr  Answerphone:  (01494)  875258 
Facsimile:  (01494)432023  /  875007 


REGIONAL  OFFICES 
AND  CENTRES 

Sense  East:  The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough  PE6 
8AL.  Tel:  01778  344921.  Fax: 
01778  380078.  Regional  Director: 
David  Ford 

Sense  Midlands:  4  Church 
Road,  Edgbaston,  Birmingham 
B15  3TD.  Tel:  0121-456  1564, 
Fax:  0121-452  1656.  Regional 
Director:  John  Hatton 

Sense  South  West:  71-73  Queen 
Street,  Newton  Abbot,  Devon 
TQ12  2AU.  Tel:  01626  64079, 
Fax:  01626  332540.  Regional 
Development  Manager:  Peter 
Holm  an 

Sense  South  East:  Anne  Wall 
Centre,  12  Hyde  Close,  London 
EN5  5TJ.  Tel:  0181-449  0964. 
Fax:  0181  364  8083.  Regional 
Director:  Hilary  Crowhurst 

Sense  Trading:  Unit  2,  Murray 
Business  Centre,  Murray  Road, 
Orpington,  Kent  BR5  3RE. 
Tel:  01689  827030.  Head  of 
Trading:  Adrian  Barker 

Finance  Centre:  122  Westgate, 
Wakefield,  W.  Yorks  WF1  1XP. 
Director  of  Finance:  Derek 
Pernak 

EDUCATIONAL  /  FAMILY 
SUPPORT 

The  Family  Centre:  86 

Cleveland  Road,  Ealing, 
London  W13  0HE.  Tel:  0181-991 
0513.  Principal:  Lindy  Wyman 

The  Birmingham  Family 
Centre:  4  Church  Road, 
Edgbaston,  Birmingham  B15 
3TD.  Tel:  0121-456  1564. 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre: 

15  Newark  Drive, 
Pollokshields,  Glasgow  G41 
4QB.  Tel:  0141-424  3222. 
Principal  0^'cer;Linda  Annan 

Day  Services:  Unit  5, 
Claremont  Centre,  39  Durham 
Street,  Glasgow  G41  IBS. 
Tel:  0141  427  9741.  Head  of  Day 
Services:  Paul  Hart. 

Sense  East  Educational 
Consultancy:  The  Manor 
House,  72  Church  Street, 
Market  Deeping,  Peterborough 
PE6  SAL.  Tel:  01778  344921. 
Contact:  Denise  Ford 

South  West:  Royal  West  of 
England  School  for  the  Deaf,  50 
Topsham  Road,  Exeter  EX2 
4NF.  Tel:  01392  72692.  Advisory 
Teacher:  Phillipa  Clark 

Woodside  Family  Centre: 

Woodside  Road,  Kingswood, 
Bristol  BS15  2DG.  Tel:  01272 
670008.  Centre  Manager:  Cathie 
Godfrey 
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Sense 

The  National  Deafblind 
and  Rubella  Association 


AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deaf -Blind,  40  Lower 
Drumcondra  Road,  Dublin  9, 
Ireland.  Tel:  0001  300562. 
Cotitact:  Ray  McLoughlin. 

BRANCH  CONTACTS 

Avon  Parents  Resource:  Derek 
and  Mandie  Lewis,  74 
Pendennis  Park,  Brislington, 
Bristol  BS4  4JN 

East  Anglia  Branch:  Elizabeth 
Royle,  The  Lanterns,  Church 
Lane,  Playford,  Ipswich,  Suffolk 
IP6  9DS.  Tel:  01473  622443 

East  Midlands  Branch:  Hazel 
Mclntyre,  Badgers,  Hodgetoft 
Lane,  Maltby-Le-Marsh,  Alford, 
Lines  LN13  0JR. 

Kent  Branch:  Sue  Turner, 
Spring  Grove,  Goudhurst  Road, 
Marden,  Tonbridge,  Kent  TN12 
9NW. 

London  West  Branch:  Josie 
Connolly,  299  West  End  Road, 
South  Ruislip,  HA4  6QS. 
Tel:  0181-841  2374 

Midlands  Branch:  Margaret 
Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU. 
Tel:  01203  616962 

Norfolk  Branch:  Anne  Fitz- 
Patrick,  38  Pelham  Road, 
Norwich,  Norfolk,  NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  11  The 
Coaches,  Brown  Brae,  Croft 
Road,  Holywood  BT18  OLE. 
Tel:  01232  421475 

North  West  Branch:  Brenda 
Carter,  3  The  Briars,  Eccleston, 
Chorley,  Lanes  P27  5UB. 
Tel:  01257  541920 

Nottingham  Branch:  Alison 
Armes,  The  Willows,  142  Main 
Rd,  Watnell,  Notts  NG16  1HA 

Sense  Cymru  Branch:  Hazel 
Benjamin,  8  Forest  View,  Cimla, 
Neath,  West  Glamorgan  SA11 
3RS.  Tel:  01639  637115 

South  West  Branch:  Mary 
Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12 
1EV.  Tel:  01626  69278 

Yorkshire  Branch:  Pat  Machin, 
10  Mayfield  Avenue,  Bailiffe 
Bridge,  Brighouse,  W.  Yorks 
HD6  4EF.  Tel:  01484  718226 

See  inside  front  cover  for  main 
office  addresses 
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An  OBE  for  Gill 

Achievement  sometimes  goes  unrecognised  and  everyone 
was  delighted  that  Gill  Morbey,  Director  of  Sense  Scotland, 
had  her  contribution  to  deafblind  people  and  their  families 
acknowledged  in  the  recent  Birthday  Honours  List. 


NEWS 


Gill,  a  state  registered 
nurse  with  an  honours  de- 
gree in  psychology,  is  mar- 
ried with  two  grown-up  chil- 
dren. Her  son  Marshall  is 
deafblind  and  her  daughter 
is  about  to  embark  on  a  uni- 
versity career. 

Gill  has  been  involved 
with  the  voluntary  sector  in 
Scotland  for  20  years.  As  one 
of  the  founder  members  of 
Sense  Scotland,  Gill  helped 
the  organisation  grow  from  a 
small  parents'  mutual  sup- 
port group  to  what  is  now  a 
significant  charity  working 
with  well  over  300  deafblind 
children  and  adults  through- 
out Scotland. 

In  1984/85  Gill,  in  collabo- 
ration with  Dr  Stuart  Aitken 
of  Edinburgh  University, 
completed  the  first  research 
into  numbers  of  deafblind 
people  in  Scotland.  This  was 
published  under  the  title 
"Look,  I'm  here."  Since  then 
she  has  addressed  many  con- 
ferences  and   contributed 


articles  to  a  number  of  pub- 
lications on  the  subject  of 
deafblindness  and  family 
issues. 

This  award  echoes  the 
warmth,  respect  and  admi- 
ration felt  for  Gill  by  all  who 
know  and  work  with  her. 
She  herself  is  very  honoured, 
but  refuses  to  take  all  the 
credit.  Following  publication 
of  the  list  Gill,  with  a  great 
deal  of  reluctance,  wrote  a 
brief  biography.  True  to  her 
nature,  she  found  it  impossi- 
ble to  focus  on  herself  for 
long,  stating: 

"Everyone  should  know 
that  Sense  Scotland  was 
established  by  families  who 
continue  to  play  a  major  role 
in  the  charity  today.  This 
honour  is  really  theirs.  It 
also  belongs  to  the  deafblind 
children  and  adults  them- 
selves who  despite  their  dis- 
abilities continue  to  amaze 
us  with  their  outstanding 
achievements.  A  wonderful, 
skilled  and  committed  staff 


team  have  helped  to  make 
these  achievements  possible. 
There  are  also  many  friends 
and  colleagues  in  the  statu- 
tory sector  who  showed  their 
trust  in  the  early  days  and 
who  continue  to  support  us 
now.  The  fact  that  Sense 
Scotland  has  made  a  differ- 
ence in  the  lives  of  deafblind 
people  and  their  families  has 
much  to  do  with  the  effort 
and  commitment  of  us  all  to- 
gether." 

Gill  is  absolutely  right.  But 
it  is  also  true  that  Sense 
Scotland  would  not  be  the 
forward-looking  and  dy- 
namic organisation  it  is 
today  without  Gill's  particu- 
lar mix  of  warmth,  charm, 
determination,  commitment, 
insight,  enthusiasm  and  skill. 
Under  Gill's  guidance,  Sense 
Scotland  has  set  up  many 
of  its  own  services  for 
deafblind  people  and  their 
families  including:  respite, 
community  living  and  fami- 
ly advisory  services.  This  is 
the  result  of  the  Gill's  tireless 
energy,  building  with  others 
over  the  years,  a  sizeable 
and  respected  organisation 


from  a  small  and  sometimes 
isolated  beginning. 

There  are  a  great  many 
people  who  hold  Gill  in  the 
highest  esteem.  On  behalf  of 
families,  deafblind  children 
and  adults,  staff,  Sense 
Council  members  and  all 
others  who  called  or  wrote  to 
send  their  greetings,  our 
heartfelt  congratulations. 

Joyce  Wilson 
Deputy  Director 


Gill  Morbey, 
Director  Sense  Scotland 


Farewell  to  John  Hatton 


John  Hatton,  Regional  Director  of  Sense  West,  is  retiring. 
Gini  Cloke,  a  Sense  parent  and  long  time  friend  and 
colleague  of  John,  offers  this  tribute  to  the  man  who  has 
been  appropriately  called  the  'human  face  of  Sense'. 

My  first  memory  of  John  is      with  a  handful  of  staff  and  a 


the  look  of  shock  on  his  face 
and  his  stunned  silence 
when  he  was  offered  the  job 
of  "Principal  at  the  new 
Sense  Centre  in  Edgbaston" 
nearly  ten  years  ago.  He  has 
joked  since  that  he  didn't 
have  the  nerve  to  say  "No 
thank  you!" 

He  had  spent  all  his  work- 
ing life  with  deaf  children. 
However,  he  was  a  complete 
newcomer  to  the  deafblind 
world,  and  was  quoted  as 
saying  he  looked  on  his  new 
job  as  "Exciting,  challenging, 
and  a  little  frightening",  and 
knew  he  had  a  lot  to  learn. 

John  started  working  for 
Sense  in  April  1986  in  what 
used  to  be  the  Birmingham 
Royal  School  for  the  Deaf, 


huge  brief  to  manage  the  five 
and  a  half  acre  site,  and  plan 
the  development  of  services 
to  a  wide  range  of  Sense  ben- 
eficiaries. 

It  had  already  been  decid- 
ed that  the  main  service  on 
site  would  be  a  Further 
Education  and  Rehabilit- 
ation Centre  for  deafblind 
young  adults,  and  it  was 
very  exciting  when  the  first 
five  deafblind  students  ar- 
rived in  January  1987.  The 
influx  continued  steadily 
over  the  next  year  or  so  - 
including  my  son  Ian. 

In  the  early  days  John 
knew  every  student,  and 
took  a  personal  interest  in 
each  of  them.  I  know  it  upset 
him  as  time  went  on  that  he 


was  unable  to  be  so  closely 
involved  with  their  progress. 
But  he  has  always  been  more 
than  happy  to  talk  to 
parents,  whether  to  sympa- 
thise with  their  anxieties,  or 
share  in  their  delight  at  some 
new  achievement. 

It  would  take  a  whole 
issue  of  Talking  Sense  to 
chart  all  the  developments 
and  achievements  overseen 
and  guided  by  John  during 
his  nine  years  at  Sense 
Midlands  [now  Sense  West], 
and  to  do  justice  to  all  that  he 
has  done  both  professionally 
and  personally. 

I  have  known  and  worked 
with  John  in  many  different 
ways  -  as  a  parent,  Sense 
Trustee,  volunteer,  employ- 
ee, fellow  committee  mem- 
ber and  conference  delegate. 
Wherever  he  was  and  who- 
ever he  was  with,  he  always 
gave  his  best.  He  was  always 


ready  to  talk,  to  listen,  to 
share  and  to  give  his  time. 
His  commitment  to  his  work 
with  Sense  has  been  total. 

He  has  been  involved  at  all 
levels  of  the  work  of  Sense 
from  leading  a  Sense  Holi- 
day to  helping  organise  an 
international  symposium. 

It  is  difficult  to  imagine 
Sense  without  John.  We  all 
owe  him  a  great  deal,  and 
will  be  considerably  poorer 
without  him.  It  is  very  hard 
to  let  him  go  and  say 
Goodbye. 

But  even  Sense  couldn't 
keep  its  hooks  on  him  forev- 
er, so  we  wish  him  every 
happiness  in  whatever  he 
does  in  the  future,  and  hope 
he  knows  that  he  will  always 
be  remembered  with  great 
affection  and  appreciation 
for  his  contribution  to  the 
deafblind  world. 
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Sense  Cymru  celebrates  twice 


'tyft 


On  June  10th,  nineteen 
members  of  Sense  met  in 
Llandudno  for  the  first 
North  Wales  Get-Together. 
The  day  got  off  to  a  great 
start  with  the  presentation 
of  a  cheque  for  £10,000  from 
Marks  and  Spencer  to  fund 
the  new  regional  advisory 
officer  for  North  Wales, 
Wendy  Gough  Hughes. 

After  a  delicious  lunch 
Jessica  Hills  outlined  Sense's 
development  over  the  past 
40  years  and  looked  at  its 
plans  for  the  future.  This 
was  followed  by  a  discussion 
on  the  way  ahead  for  North 
Wales. 

The  birthday  cake  was 
decorated  with  an  owl  in  ho- 
nour of  Hywel,  their  mascot, 
and  the  candles  were  enthu- 
siastically blown  out  by  the 
Naylor  children  and  Sarah 
Jones. 

Altogether  it  was  a  lovely 
day  and  it  is  hoped  the  first 
of  many. 

Saturday,  July  1st  saw 
Sense  Cymru  together  again 
at  Dinas  for  the  regular 
South  Wales  Get-Together, 
which  took  the  form  of  a  spe- 
cial 40th  birthday  party. 
Several  members  arrived  on 
the  Friday  evening  to  deco- 


rate the  caravan  with  birth- 
day balloons,  so  that  it 
looked  really  festive  when 
everybody  arrived  on 
Saturday  morning.  Much  to 
everyone's  delight,  Peggy 
Freeman  and  Margaret 
White  managed  to  join  them 
for  this  very  special  day, 
when  even  the  weather  was 
perfect.  Once  again,  they  had 
a  birthday  cake,  this  time 
with  a  musical  candle  as 
well  as  an  owl.  Peggy  cut  the 
cake  after  lunch  in  the  club- 
house. People  then  relaxed 
near  the  caravan  or  went  for 
a  swim  in  the  pool,  while  an 
energetic  group  went  for  a 
two-hour  walk  round  Dinas 
Head  -  and  returned  gasp- 
ing for  tea.  As  usual  there 
was  a  lot  of  chat,  and  "do 
you  remember?"  was  the 
phrase  used  most  often  as 
they  reminisced  about  the 
early  days  of  Sense  in  Wales. 
Now  they  look  forward  to 
celebrating  25  years  of  Sense 
Cymru  in  the  year  2000 


Peggy  Freeman  cuts  the 

cake  watched  by  members 

of  Sense  Cymru 


Sense  Southwest  makes  an  exhibition  of  itself 


Staff  from  the  South  West 
team  took  part  in  the 
Pathways  '95  Exhibition 
and  Festival  which  was  held 
at  the  Westpoint  Show 
Ground  in  Exeter  at  the  be- 
ginning of  July. 

Pathways  was  a  new  exhi- 
bition designed  to  provide 
disabled  people,  their  fami- 
ind  carers,  as  well  as 
professionals  from  Social 
Services,  Health  and  Educ- 
ation, with  information  on  a 
-  of  support  services, 
transport,  products  and  ac- 
tivitii 

Apart  from  120  stands, 
enting  a  wide  range  of 
exhibitors  including  many 
small  local  charities,  flu-re 
were  free  presentations  on 
sexuality,  stress  management 
and  residential  '-ire;  guid 
aiu <■  on  mobility  from  <k  i  a 


pational  therapists;  advice 
and  information  desks;  test 
and  ride  areas  for  wheel- 
chairs and  adapted  vehicles; 
art  workshops;  disabled 
sports  demonstrations  and 
live  theatre. 

The  Sense  West  (South 
West  Area)  stand  had  a  new 
display  designed  for  the  ex- 
hibition which  outlined  the 
future  activities  in  which  we 
hope  to  be  involved;  includ- 
ing new  group  homes,  day 
services  and  an  extension  of 
existing  services.  Photo- 
graphs of  current  services 
were  on  display  and 
bro<  liures  were  prepared  for 
visitors  who  could  also 
•//.ili  h  the  latest  Sense  video 

presentations.  All  staff  felt 
that  the  exhibition  was  a 
great  success  and  well  worth 

attending. 


Sense  West, 
South  West  Area  Office 
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Double  celebration  for  South  West  couple 


Nick  and  Elizabeth  are  the  two  halves  of  a  very  successful 
marriage  partnership,  Nick  became  totally  blind  11  years 
ago  after  an  active  life,  but  had  always  lived  with  sight 
problems.  Liz  has  Usher  syndrome.  Rather  unusually,  she 
lost  all  sight  at  the  age  of  12,  and  has  a  profound  hearing 
loss.  They  left  hostel  accommodation  on  their  marriage  two 
years  ago,  to  live  independently  in  the  community.  Liz  acts 
as  Nick's  link  with  the  world  through  her  knowledge  and 
skills  with  braille,  and  Nick  takes  responsibility  for  run- 
ning the  household  -  it  works  very  well. 


The  celebrations  we  wanted 
to  share  more  widely  will,  I 
hope,  give  inspiration  to  oth- 
ers who  may  be  finding  their 
way  through  the  benefit  pro- 
cedures. 

Nick  had  twice  been  re- 
fused Middle  Rate  DLA 
(Care)  -  a  tribunal  was  the 
last  resort.  I  was  quite  ner- 
vous of  the  outcome.  I  knew 
Nick  had  faith  in  a  good  re- 
sult but  I  was  not  as  confi- 
dent. We  had  prepared  well. 


T  had  referred  to  a  good  set  of 
notes  on  tribunals  produced 
by  Action  for  Blind  People 
(14-16  Verney  Road,  London 
SE16  3DZ)  and  we  were 
using  the  guidelines  for  ap- 
peal on  the  Mallinson  princi- 
ples -  i.e.  that  being  in  need 
of  "attendance"  or  help  with 
the  act  of  "seeing",  accorded 
with  the  stated  criteria  for 
higher  care  component  ben- 
efit. The  Halliday  case  is  still 
being   contested   by    the 


agency  and  is  due  for  House 
of  Lords  ruling  but  the  notes 
suggested  we  invoke  the 
same  principles  for  this  ap- 
peal. The  Halliday  question 
refers  to  the  "aggregate  at- 
tention reasonably  required 
to  carry  out  a  reasonable 
level  of  social  activity".  The 
representative  from  the 
Benefits  Agency  was  sur- 
prised that  the  Halliday 
ruling  was  taken  into  con- 
sideration and  like  me, 
thought  we  would  have  our 
case  deferred  until  there  was 
a  definitive  ruling. 

However,  the  gods  and  the 
chairman  of  the  Tribunal 
panel  were  with  us  and  Nick 
won  the  day. 

Liz  has  also  had  her  own 
personal  triumph.  She 
learned  that  she  needed  a 
hysterectomy  early  this  year. 
A  daunting  prospect  for  any 
of  us  -  without  the  added 
difficulties  which  a  stay  in  a 
strange  environment  would 
cause  her.  Good  preparation 
was  the  key.  We  went  to  the 
hospital  about  two  weeks 
before  her  admittance  and 
spent  a  long  time  talking  to 
the  staff  and  making  them 
aware  of  the  communication 
challenges.  Liz  requested  her 
own  room,  as  it  was  so  much 
easier  for  her  to  learn  the  ge- 
ography of  a  smaller  space. 

The  'op'  went  well.  The 
staff  were  helpful  and 
remembered  the  vital  things. 


I  think  there  were  a  few 
problems  with  one  doctor 
who  insisted  on  muttering 
away  to  himself  but  Liz 
trained  him  eventually. 
Unfortunately,  post  opera- 
tive complications  led  to  a 
longer  stay  than  planned, 
but  Liz  has  done  wonders  for 
deafblind  awareness  in  that 
time. 

Liz  was  very  anxious 
about  this  new  experience 
and  it  has  given  her  confi- 
dence to  have  handled  it 
successfully.  She  has  recov- 
ered well,  and  is  quite  right- 
ly very  pleased  with  herself 

So  -  here's  to  more  suc- 
cesses for  this  amazing  cou- 
ple who  have  so  much  to 
teach  us  about  living  with 
their  combined  disabilities. 

Philippa  May 

Regional  Advisory  Service 

Sense  West 

(South  West  Area) 


Talking  Shop 

At  the  time  of  writing  four 
new  Sense  shops  have 
opened.  Skegness  on  26th 
April  and  Kingswinford, 
Birmingham  on  30th  June. 
Catford  and  Sleaford  shops 
opened  in  August.  Already 
Shops  Development  staff 
are  actively  searching  for 
viable  new  shop  units  for 
the  year  1996/97,  four  are 
scheduled  to  open,  bringing 
the  number  of  Sense  shops 
to  35. 
Six  shop  volunteers  select- 


ed from  various  shops  across 
the  country  were  invited  to 
one  of  the  Royal  Garden 
Parties.  To  say  the  volunteers 
were  delighted  to  attend 
would  be  a  great  understate- 
ment, and  all  who  went  en- 
joyed the  occasion  to  the  full. 
Once  again  Sense  shops 
were  listed  in  the  annual 
charity  retail  sector  perfor- 
mance survey  as  being 
among  the  top  retailers  in 
terms  of  shops  sales  and 
profitability. 


Staff  and  volunteer*  on  opening  day  at  the  Kingswinford  shop 
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Update  on  The  Anne  Sullivan  Foundation 


A  Workshop  on  Establishing  Techniques  for  Working  with 
Low  Functioning  Deafblind  People  was  held  in  Dublin  in 
November,  1989.  It  was  jointly  organised  by  Mobility 
International  and  the  Union  of  Voluntary  Organisations  for 
the  Handicapped  in  Ireland.  This  was  the  first  real  effort 
to  create  awareness  of  deafblind  people  in  Ireland,  and 
what  could  and  should  be  done  to  improve  their  quality  of 
life. 


Six  months  later,  a  small 
group  of  people;  parents, 
teachers  of  the  deaf,  a  doctor 
and  a  retired  hospital  ad- 
ministrator came  together  to 
form  The  Anne  Sullivan 
Foundation  for  Deafblind.  It 
was  thought  that  people 
whose  deafblindness  was 
not  congenital  had  reason- 
able support  services.  The 
Anne  Sullivan  Foundation 
Committee  agreed  their  first 
priority  would  be  the  provi- 
sion of  residential  care  and 
education  in  a  special  unit 
with  trained  staff,  for  con- 
genital deafblind  young  peo- 
ple. 

The  Committee  did  not 
anticipate  providing  a  centre, 
but  envisaged  being  a  pres- 
sure group  which  would 
persuade  the  State  or  one  of 
the  national  organisations  to 
undertake  this  project. 

In  the  meantime,  The 
Anne  Sullivan  Foundation 
organised  summer  holidays 


for  deafblind  youngsters. 

With  one  exception,  the 
young  congenital  deafblind 
people  whom  The  Anne 
Sullivan  Foundation  Com- 
mittee worked  with,  were 
rubella  syndrome.  Due  to 
the  success  of  the  immunisa- 
tion campaign,  there  has 
been  no  recorded  birth  of 
any  similar  case  since  1981. 

By  1993,  it  was  realised 
that  nothing  would  be  done 
in  time  to  help  this  genera- 
tion of  deafblind  people  un- 
less The  Anne  Sullivan 
Foundation  did  it  them- 
selves. In  November  1993, 
the  Department  of  Health 
agreed  to  be  responsible  for 
the  running  costs  of  a  Home 
for  Life  for  deafblind  people 
if  one  was  provided  by  The 
Anne  Sullivan  Foundation. 

Using  the  knowledge  ac- 
quired from  friends  and  col- 
leagues in  the  field  of  deaf- 
blindness,  an  architect  was 
briefed.  A  site  acquired  free 


of  charge  in  the  grounds  of  a 
home  for  deaf  adults. 
Planning  permission  was 
sought;  and  building  com- 
menced in  April  1994. 

Simultaneously,  fund  rais- 
ing became  a  new  priority. 
We  also  campaigned  the  au- 
thorities so  that  they  would 
accept  the  required  staff /res- 
ident ratio  -  standard  in 
some  other  countries  but 
never  experienced  in  Ireland. 

A  questionnaire  sent  to 
parents  revealed  that  many 
of  them  were  content  with 
the  care  which  their  local  au- 
thorities were  providing. 
Perhaps  some  were  doubtful 
that  the  new  centre  would 
ever  become  a  reality.  Only 
ten  were  prepared  to  fully 
commit  themselves  to  the 
new  project.  Consequently 
the  Anne  Sullivan  Centre 
has  ten  bedrooms,  with  bath- 
rooms ensuite.  A  teacher  of 
the  deaf  is  provided  by  the 
Department  of  Education, 
and  there  are  twenty-seven 
other  staff  to  look  after  the 
seven  deafblind  residents.  It 
is  planned  to  admit  a  further 
three  residents  within  the 
next  year. 

The  Director  of  Opera- 
tions, who  has  worked  with 


young  deafblind  people  in 
the  Perkins  School  for  the 
Blind,  has  conducted  train- 
ing sessions  for  staff  prior  to 
opening.  The  Anne  Sullivan 
Foundation  is  delighted  that 
the  Hilton /Perkins  Program 
has  agreed  to  make  available 
two  highly  qualified  people 
who  will  provide  further 
training  for  the  centre  staff. 

Less  than  10%  of  the  total 
cost  of  building,  equipping 
and  furnishing  the  new  cen- 
tre and  the  provision  of  a  15 
seater  minibus  is  owed  to  the 
Bank.  It  is  expected  that  this 
will  be  cleared  by  the  end  of 
1995.  Time  and  money  can 
then  be  focussed  on  meeting 
the  needs  of  other  deafblind 
people. 

Our  thanks  to  Michael 
Collins,  Director  of  the 
Hilton/  Perkins  Program 
and  to  Rodney  Clarke,  Chief 
Executive  of  Sense  who  vis- 
ited Dublin  on  many  occa- 
sions to  offer  his  advice  and 
support. 

Ray  McLoughlin 

Chairman,  The  Anne 

Sullivan  Centre 


Ushers  UK 

The  Members  of  the  Young 
Ushers  Group  and  US  Link 
attended  an  open  meeting 
on  24th  June,  at  The  Princess 
Royal  Centre,  to  hear  the 
results  of  a  questionnaire 
which  had  been  distributed 
to  members  of  the  two 
groups  last  March.  This  pro- 
posed the  merger  of  the 
Young  Ushers  Croup  and 
US  Link  into  a  new  group 
called  Ushers  UK. 
The  reason  behind  the 
a  is  because  in  the  past, 
many  members  over  the  age 
of  30  joined  in  the  activities 
planned  by  the  Young  Ushers 
Croup,  and  activities  organ- 
.  <  <\  ',;■  US  Link  wen-  often 
enjoyed  by  members  of  the 
fining  Ushers  '-roup.  This 


Care  for  carers 


overlap  made  us  think  seri- 
ously about  the  possibility  of 
a  merger  between  the  two 
groups. 

Response  from  the  ques- 
tionnaire was  positive.  95%  of 
members  agreed  with  the 
merger,  and  80%  agreed  with 
the  new  title  Ushers  UK.  So 
as  from  24th  June,  1995, 
Ushers  UK  is  officially 
formed. 

In  the  meantime  we  are 
putting  together  the  commit- 
tee, and  will  keep  you  in- 
formed of  more  details  in  the 
next  issue.  I  lowever,  if  you 
want  to  know  more  please 
write  to  Chairperson,  Ushers 
UK,  c/o.  Sense. 


The  Holiday  Care  Service  is 
a  national  charity  specialis- 
ing in  travel  and  holiday  in- 
formation for  disabled  and 
disadvantaged  people. 

They  have  just  published  a 
new  booklet  'Care  for 
Carers'.  If  you're  a  carer,  you 
may  feel  that  your  needs  are 
overlooked.  You  probably 
can't  see  a  way  of  taking  a 
break  without  neglecting 
your  companion.  This  book- 
let aims  to  show  you  how 
you  can.  It  lists  accommoda- 
tion and  other  services 
which  will  help  when  plan- 
ning a  holiday,  and  includes: 
accommodation  where  as- 
sistance is  available,  accom- 
modation where  carers  are 
particularly   welcomed   on 


their  own  and  helped  to 
relax  and  a  list  of  helpful 
contacts  to  ensure  trouble 
free  travelling. 

The  Holiday  Care  Service 
can  also  provide  informa- 
tion on  accessible  transport, 
low  cost  holidays,  respite 
care,  specialist  holidays  and 
travel  insurance. 

For  further  information 
contact:  Holiday  Care 
Service,  2  Old  Bank 
Chambers,  Station  Road, 
Horley,  Surrey  RH6  9HW. 
Tel:  01293-774535,  minicom: 
01293-776943. 
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Parliamentary  update 


NEWS 


As  the  parliamentary  ses- 
sion closed  down  for  the 
summer  recess,  MPs  and 
others  found  themselves  re- 
flecting on  what  had  hap- 
pened over  the  last  year.  If 
Harold  Wilson  was  con- 
vinced that  a  week  is  a  long 
time  in  politics,  then  a  year 
is  an  eternity  -  in  which  any- 
thing can  and  will  happen. 

Twelve  months  ago,  the 
Government  had  opposed 
an  attempt  to  introduce  leg- 
islation to  outlaw  discrimi- 
nation against  disabled  peo- 
ple, claiming  that  legislation 
was  neither  effective  or  de- 
sirable. Weeks  later,  forced 
by  the  pressure  of  diligent 
campaigning  by  disabled 
people  and  their  organisa- 
tions, MPs  and  the  media, 
the  Government  announced 
its  own  Bill  to  outlaw  dis- 
crimination. Although  far 
less  ambitious  and  compre- 
hensive than  alternative  pro- 
posals,  the  Disability 
Discrimination  Bill  does  rep- 
resent a  major  reversal  of 
Government  policy  and  the 
greatest  extension  of  anti- 
discrimination legislation 
since  the  Sex  and  Race  Acts 
of  the  1970s. 

The  Bill,  which  will  com- 
plete its  parliamentary  pas- 
sage just  before  the  begin- 
ning of  the  new  session  in 


November,  will  give  dis- 
abled people  legal  protection 
from  discrimination  and  re- 
course to  the  law.  It  will  re- 
quire businesses,  employers, 
shops,  restaurants,  leisure  fa- 
cilities and  some  methods  of 
transport  to  become  accessi- 
ble to  and  welcoming  to- 
wards disabled  people. 
However,  the  Bill  is  littered 
with  exemptions  and  quali- 
fications; businesses  em- 
ploying less  than  20  people  - 
an  entirely  arbitrary  figure  - 
are  exempt  from  the  new 
laws;  certain  jobs  and  modes 
of  transport  are  similarly  not 
covered;  and  the  actual  defi- 
nition of  disability  is  so  re- 
strictive that  it  does  not  even 
cover  some  people  who  are 
eligible  for  disability  bene- 
fits. 

Perhaps  of  greater  concern 
is  the  failure  to  establish  a 
body  which  will  enforce, 
monitor  and  advise  on  the 
new  legislation.  Not  only 
does  this  mean  that  there  is 
no  national  structure  which 
can  initiate  test  cases  or  re- 
search but,  importantly  for 
businesses,  advice  on  how  to 
comply  with  the  law  and 
highlight  good  practice. 
Comparisons  have  been 
drawn  with  the  essential  and 
highly  respected  roles  which 
the  Commission  on  Racial 


Equality  and  the  Equal 
Opportunities  Commission 
play  in  relation  to  their  re- 
spective pieces  of  legislation. 

Sense  has  been  very  active 
in  working  on  the  Bill  over 
the  last  year  and,  with  other 
disability  organisations,  will 
continue  to  press  for  im- 
provements which  will  make 
the  new  law  both  effective 
and  enforceable. 

If  we  were  constructively 
critical  of  some  pieces  of 
Government  legislation  then 
we  were  delighted  at  the 
support  which  the 
Government  gave  to  a  Bill 
introduced  by  the  Labour 
MP,  Malcolm  Wicks.  The 
Carers  Recognition  and 
Services  Bill  will  require 
local  authorities  to  assess 
and  provide  for  the  needs  of 
carers.  Health  Minister  (and 
friend  of  Sense),  John  Bowis 
gave  it  governmental  sup- 
port and  guaranteed  its  place 
on  the  statute  books.  The 
new  Act  will  come  into  effect 
in  April  of  next  year. 

Other  initiatives  have  been 
just  as  useful  and  important 
for  deafblind  people  if  not  as 
well  publicised  as  these  Bills. 
The  Liberal  Democrats  pub- 
lished their  new  disability 
policy  which  commits  the 
party  to  providing  guide 
helps   and   intervenors   for 


deafblind  people  and  specif- 
ically mentions  the  needs  of 
deafblind  and  multiply  dis- 
abled people  -  the  first  party 
to  do  so.  Labour's  new 
Education  policy  is  far  more 
reflective  of  children  and 
young  people  with  special 
educational  needs  and  for 
multi-disciplinary  provision 
to  be  as  individualised  as 
possible. 

As  if  to  prove  that  nothing 
can  be  predicted  in  politics, 
the  last  word  must  go  to  the 
hero  of  the  greatest  parlia- 
mentary surprise  this  year  - 
Conservative  leadership 
challenger  John  Redwood. 
Generally  dismissed  as  ei- 
ther a  habitue  of  the  planet 
Vulcan  or  some  never-never 
land  between  the  media 
lawn  outside  Parliament  and 
a  mannequin  factory,  he  nev- 
ertheless got  Sense's  vote  for 
this  manifesto  commitment. 

"Disabled  people  and  their 
carers  don't  want  endless 
meetings  with  countless  so- 
cial workers,  they  just  want 
their  services  delivered 
quickly  and  effectively". 

Gosh.  As  the  Baroness 
once  said,  "It's  a  funny  old 
world." 

Bernard  Donoghue 


Everybody  needs 
good  neighbours 


The  House  to  House 
Collections  department 
would  be  extremely  grateful 
for  your  help.  This  year  we 
are  hoping  to  recruit  around 
50,000  volunteers  to  make 
house  to  house  collections 
on  behalf  of  Sense  in  many 
areas  of  the  country,  from 
Avon  to  North  Yorkshire. 

This  involves  distributing 
Sense  collection  envelopes 
to  your  neighbours  and  then 
returning  in  a  few  days  to 
collect  the  donations. 
Although  the  department 
currently  carries  out  all  of  its 
own  research  to  identify  vol- 


unteer collectors,  we  would 
be  delighted  to  hear  from 
anybody  who  may  be  will- 
ing to  spare  a  few  hours  of 
their  time  over  the  coming 
year. 

If  you  would  like  to  help, 
or  if  you  simply  require  any 
further  information  about 
the  house  to  house  collec- 
tions programme  as  a  whole, 
then  please  contact  Joanne 
Rule,  House  to  House 
Manager  on  0121-455  0104. 
She  will  be  very  pleased  to 
hear  from  you,  and  any  of- 
fers of  help  will  be  greatly 
appreciated. 


News  from 
Northern  Ireland 

Newly  appointed 
Helena  Duggan 
(left),  Care  Manager, 
Edenvale  Avenue, 
Carrickfergus  and 
Gillian  Stewart, 
Senior  Education 
Tutor,  Meadowbank 
Road,  Carrickfergus 
displaying  the 
Registration  Certifi- 
cate for  Edenvale 
Avenue.  The  first 
residents  move  into 
Edenvale  Avenue 
mid-September  and 
the  daycentre  at  Meadowbank  Road  is  planned  to  be  opera 
donal  by  the  beginning  of  November. 
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Challenge  Peter 


Peter  Lane,  Managing 
Director  of  Galliford 
Roadstone  recently  set 
seven  of  his  trainees  a  bit  of 
a  challenge  -  to  raise  £5,000 
in  three  months  and  build  a 
Sensory  Garden  for  the  res- 
idents of  Andlaw  House  in 
Exeter.  Not  only  did  the 
seven  lads  get  every  stone, 
brick  and  plant  for  the  gar- 
den donated,  but  they  man- 
aged to  construct  the  garden 
in  onlv  36  hours.  As  if  that 
wasn't  enough,  they  then 
went  off  to  do  parachute 
jumps,  play  football  and  or- 
ganise all  sorts  of  other  ac- 
tivities to  raise  a  magnificent 
£7,500. 


Above:  The  team  from  Galliford  Roadstone  admire  their  handiwork 
Below:  12  hours  and  counting 


An  appeal 

from 

appeals 

Does  anyone  work  for  or 
know  someone  who  works 
for  W  H  Smith?  If  you  do 
we  would  like  to  enlist  your 
help.  Our  reason  for  asking 
is  that  W  H  Smith  does  a 
great  deal  for  charities,  and 
Sense  would  like  to  be  able  to 
benefit.  However,  our  prob- 
lem is  that  they  only  support 
charities  who  are  nominated 
by  their  employees.  If  you 
can  help,  or  perhaps  know  of 
a  man  who  can,  we  would 
love  to  hear  from  you.  Please 
call  Anne  Malone  on 
0171-272  7774. 


Making  Sense  of  the 
National  Curriculum 


In  October  1995,  the  newly 
established  Field  Revenue 
Fundraising  team  will 
launch  a  high  quality  edu- 
cational fundraising  re- 
source for  primary  schools. 
This  resource,  named  Mak- 
ing Sense  in  the  National 
(  urriculum,  is  a  teaching  re- 
source that  will  encourage 
children  to  step  through  the 
seeing  and  hearing  world 
into  a  world  which  is  shared 
by  over  21,000  people  in  the 
United  Kingdom.  It  is  de- 
ed to  eiu  ourage  knowl- 
oi  and  improve  atti- 
towards  disabilities 
and  equal  opportunities. 

Through  Making  Sense  in 
the  National  (  urriculum 
'  hfldren  will  be  given  die  op 
poitunity  to  participate  in 
I'virmrig  the  deafblind  man- 


ual alphabet  and  to  raise 
funds  for  Sense  through 
sponsorship  of  each  letter 
that  they  learn. 

Each  school  that  chooses 
to  participate  will  be  visited 
by  a  member  of  Sense  staff 
who  will  address  assemblies 
and  call  on  classrooms.  A 
comprehensive  worksheet 
pack  will  be  given  to  the 
school  for  use  during  or  after 
the  programme  of  visits. 

This  year,  we  will  be  con- 
centrating on  London, 
Bristol,  Birmingham  and 
Leeds.  If  you  would  like  us 
to  approach  a  school  near 
you,  please  contact  Tracey 
Pritchard,  Mead  of  Field 
Revenue  Fundraising,  162 
(  hessel  Street,  Bedminster, 
Bristol  BS3  3DG.  Tel:  0117- 
966  7863. 


NFC  update 


Readers  will  remember  that 
NFC,  the  logistics  and  mov- 
ing services  company,  has 
adopted  Sense  as  its  Charity 
of  the  Year.  Well,  fundrais- 
ing is  now  in  full  swing 
with  several  exciting  events 
already  completed.  Here  are 
just  two  examples. 

Two  BRS  and  Exel 
Logistics  trucks  have  set  the 
World  Record  for  the  time  it 
takes  to  drive  non-stop  from 
the  northern  most  point  of 
Norway  to  the  southern 
most  point  of  Spain  (keeping 
within  the  speed  limits),  a 
mere  3,800  miles  in  65  hours 
and  40  minutes! 

Back  in  sunny  England, 
comedienne  Marti  Caine 
turned  out  to  congratulate 
more  NFC  staff  from  Beccles 
in  Norfolk  who  raised  £5,000 
on  a  bicycle  made  for  nine! 


Tabatha  McCree,  Helen 
Mound,  Nikki  Cox,  Glenn 
Hodson,  Andy  Slater  and  John 
Parn/  setting  a  world  record 


Marti  Caine  with  Philip  Page 
from  BRS  in  Beccles 


H  ■  lalhnyr  ^<-n-*  ■  Autumn  1995 


^ 


FEATURE 


1 


Use  of  personal  passports 
with  deafblind  people 

Micheline  Caldwell,  Community  Services  Officer,  John  Calder, 
Information  Officer,  Dr  Stuart  Aitken,  Principal  Officer  (Research 
and  Practice)  and  Sally  Millar,  Research  Communication 
Therapist,  came  together  on  a  project  funded  by  the  Scottish 
Office  Education  Department  to  investigate  a  new  method  of 
recording  information  about  deafblind  children  and  adults. 
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All  parents  of  deafblind  children  and 
young  people  will  have  experience  of 
spending  countless  hours  responding 
to  a  range  of  professionals  asking  a  barrage 
of  questions  about  their  children.  The  speech 
and  language  professional  has  one  list  (or 
several  lists)  of  questions;  the  educational 
psychologist  another  list,  and  so  on.  Not  only 
can  it  be  a  frustrating  experience  for  you  to 
have  to  repeat  yourselves  to  numerous  pro- 
fessionals, but  sometimes  the  questions 
posed  are  not  framed  correctly.  Because  of 
this,  your  answers  might  not  turn  out  to 
mean  quite  what  you  thought  they  did. 

Other  more  subtle  effects  are  likely  to  occur 
when  you  constantly  have  to  provide  infor- 
mation about  your  child.  You  have  no  control 
over  the  order  of  questions  being  asked,  and 
the  final  layout  of  the  answers  is  also  out  of 
your  control.  Perhaps  most  important  of  all, 
if  you,  the  parent,  read  the  final  version  of  in- 
formation collected,  you  may  find  it  difficult 
to  recognise  your  own  child  -  hidden  be- 
neath strange  phrases  and  professional  jar- 
gon. 

Is  there  any  way  around  this?  After  all, 
practitioners  do  need  to  obtain  information 
in  order  to  ensure  that  clients  can  participate 
in  activities  like  going  on  holiday,  at  mini- 
mum risk  to  themselves  with  the  maximum 
chance  of  having  a  happy  time.  Can  infor- 
mation about  deafblind  children  and  adults 
be  presented  in  a  way  that  is  sufficiently  in- 
formative, but  at  the  same  time  jargon  free, 
and  presented  in  a  personalised  and  inter- 
esting way?  Sense  Scotland  embarked  on  a 
project  to  find  out  if  using  Personal  Passports 
could  solve  the  problem  by  drawing  togeth- 
er information  about  children  and  adults, 
and  presenting  the  information  in  such  a  way 
as  to  be  accessible  to  all  -  friends,  relatives, 
carers  and  practitioners  included. 

The  concept  of  using  Personal  Passports 
was  introduced  by  Sally  Millar,  a  communi- 
cation therapist  based  at  the  CALL  Centre  in 
the  University  of  Edinburgh. 


It  is  interesting  to  note  that  others  have  had 
similar  ideas,  including  Gretel  McEwen  in 
Newcastle.  Sally's  first  passport  (then  called 
a  Personal  Communication  Handbook)  was 
produced  in  1991,  with  and  for  a  person  who 
was  affected  by  a  stroke.  The  passport  was  in 
the  form  of  a  booklet  which  described  in  a 
human  way  everything  a  carer  needed  to 
know  about  the  person  and,  in  particular,  her 
unique  style  of  communicating  with  others. 
Building  on  this  work,  Sally  began  to  intro- 
duce the  idea  with  a  small  number  of  chil- 
dren in  schools.  Sally  presented  on  this  topic 
at  the  Sense  Scotland  conference  held  in 
Dundee  in  1993  and  substantial  interest  was 
expressed  by  delegates.  Sense  Scotland  ap- 
proached Sally  to  discuss  the  possibility  of 
conducting  a  passport  project  with  deafblind 
children.  The  Scottish  Office  Education 
Department  funded  a  small  project  which 
began  in  1994. 

Sense  Scotland  offers  a  number  of  services 
to  deafblind  children  and  adults,  including 
short  break  holidays,  short  term  respite,  com- 
munity houses  and  other  services.  We  want- 
ed to  discover  if  passports  would  help  us  to 
provide  these  services  by:- 

1.  Reducing  or  eliminating  redundant  in- 
formation and  bringing  information  to- 
gether from  a  variety  of  sources.  Respite 
and  holiday  settings  mean  that  staff 
work  for  short  periods  with  clients  but, 
because  of  their  specialised  needs,  staff 
must  be  given  sufficient  information  for 
them  to  get  to  know  the  client.  This  is 
vital  in  ensuring  client  safety,  health  and 
meeting  of  individual  needs. 

2.  Providing  new  staff  (and  volunteers  ac- 
companying holidays),  with  information 
in  an  accessible  and  concise  form  that  can 
be  rapidly  assimilated. 

3.  Providing  training  for  staff  that  is  highly 
client-specific. 

4.  Explaining  how  to  use  specialised  forms 
of  communication  (as  many  of  our  clients 
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are  not  yet  at  the  stage  of  acquiring  or 
using  more  formal  augmentative  com- 
munication systems).  The  need  to  involve 
large  numbers  of  volunteers  makes  it  im- 
possible for  all  staff  to  be  trained  across  all 
possible  techniques  of  communication. 

In  addition,  we  wanted  to  return  as  much 
control  as  possible  to  both  the  clients  and 
their  parents.  We  saw  passports  as  one  way 
of  monitoring  and  maintaining  quality  across 
sendees,  and  of  demystifying  our  work  with 
clients.  We  also  saw  the  chance  to  personalise 
information  and  make  it  appealing:  using  eye 
catching  layouts;  personal  touches;  humour 
and  jokes;  colloquial  language;  photographs 
(worth  a  thousand  words)  -  so  that  people 
want  to  read  it.  Below  is  an  example  of  a 
page  from  a  Personal  Passport.  In  order  to 
preserve  anonymity  we  have  omitted  per- 
sonal information. 

The  group  of  clients  participating  in  the  ini- 
tial project  comprised: 


a)  Two  children,  familiar  to  Sense  Scotland 
staff,  who  intended  to  go  on  a  holiday,  for 
whom  passports  were  completed; 

b)  Two  children,  new  to  Sense  Scotland  ser- 
vices, for  whom  passports  were  com- 
pleted; 

c)  Four  children,  selected  at  random  but 
who  all  received  Sense  Scotland  services, 
for  whom  no  passports  were  produced 
but  existing  client  information  sources 
were  available; 

d)  Two  young  people,  currently  attending 
school  but  who  will  in  future  be  in  tran- 
sition from  school,  perhaps  to  a  commu- 
nity house,  for  whom  passports  were 
completed. 

During  the  course  of  the  project,  the  man- 
agers of  four  Sense  Scotland  community 
houses  each  expressed  an  interest  in  pro- 
ducing a  passport  for  a  client.  They  duly  did 
so,  though  this  group  did  not  contribute  to 
the  analysis  within  the  terms  of  the  project. 


A  sample 
page  from  a 
communication 
passport. 


More  about  me 


•  My  hearing  is  quite  acute 

•  I  can  hear  most  background  noises 

•  However,  although  I  can  hear  you  speak  I  cannot 
always  understand  what  you  are  saying 
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I  can  hear  well  but  if  you  make  a  sudden  loud 
noise  it  might  startle  me  (I'm  sure  it  would  startle 
you  too!) 
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•  My  sight  is  not  good 

•  I  can  see  the  difference  between  light  and  dark 

•  I  have  a  little  sight  in  my  left  eye 

•  Bring  things  for  me  to  see  to  my  LEFT  SIDE  (slightly 
above  my  eyeline) 

•  I  don't  wear  glasses  -  they  wouldn't  be  of  any  help 


g 


•  I  have  cerebral  palsy 

•  This  means  I  have  difficulty  controlling  my  arms  and 
legs 

•  I  have  very  poor  control  of  almost  all  my  body 

•  I  can  grab  for  objects  with  my  LEFT  HAND.  It  is  not 
very  accurate  but  it  helps  me 

•  I  like  to  get  things  this  way  and  shake  them,  rattle 
them  or  bang  them 

•  With  help  I  can  eat  and  drink  with  my  left  hand 
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Methods 

A  project  team  was  set  up,  consisting  of  Key 
Workers  (KW),  Sense  Project  Moderator 
(SPM),  Researcher  and  Desk  Top  Publishing 
(DTP)  support.  At  first,  the  SPM  and  one 
KW  worked  on  producing  four  passports. 
However,  our  early  attempts  were  ill- 
conceived,  badly  laid  out  and  resulted  in  us 
spending  a  few  hours  in  detention.  We  all 
agreed  to  concentrate  on  producing  one 
passport. 

The  diagram  shows  the  stages  involved  in 
producing  the  first  passport.  Since  then  we 
have  found  these  stages  to  be  a  good  guide 
to  what  is  required  in  producing  each  pass- 
port. 

Results 

Part  of  our  analysis  into  the  role  of  passports 
involved  devising  two  evaluative  ques- 
tionnaires. The  first  was  for  completion  by 
parents,  the  second  for  completion  by  prac- 
titioners.1 The  questionnaires  set  out  to  com- 
pare the  usefulness  of  passports  with  Sense 
Scotland's  existing  methods  of  collating 
client  information.  Questions  compared 
layout  and  accuracy  of  information;  respect 
for  the  client;  helpfulness  to  Sense  Scotland 
staff  and  to  other  staff  in  getting  to  know 
clients;  ease  of  use  to  both  groups  of  staff; 
helpfulness  in  leading  to  good  practice;  ef- 
fectiveness with  family,  friends  and  rela- 
tives, as  well  as  a  number  of  more  open- 
ended  questions. 

Both  parent  and  practitioners  were  invit- 
ed to  indicate  their  preference  for  either 
passports  or  the  current  information  sys- 
tems (i.e.  client  record  files),  point  by  point. 
We  used  a  sliding  scale  with  respondents 
being  invited  to  score  items  in  the  ques- 
tionnaire from  1  through  5.  The  higher  the 
score  the  more  positively  that  particular 
item  was  regarded  by  respondents.  Parents 
whose  children  had  (or  might  soon)  be 
given  passports  showed  a  clear  preference 
for  passports,  scoring  an  average  of  5  out  of 
5  (120  out  of  a  possible  120).  In  comparison, 
parents  assigned  client  record  files  scored 
these  at  an  average  3.375  (81  out  of  a  possi- 
ble 120).  Across  all  participating  groups, 
parents  expressed  a  clear  preference  for 
passports  over  the  traditional  type  of  client 
record  file. 

The  questionnaires  also  invited  more 
open-ended  answers.  Parent  comments  in 
response  to  these  parts  of  their  question- 
naire included: 

for  passports: 

"I  feel  it  makes  it  much  more  informal 
and  friendli/" 


Stage  1 

SPM  seeks  SMG 
agreement 


Stage  2 

SPM  meets  key 

workers.  Identify 

KW1  &  clients 


Stage  3a 

KW1  contacts 
parents  of  clients 


Stage  3  b 

KW1  prepares  draft 
for  each  passport 


Stage  4 

SPM  meets  KW1 
discuss  each  pass- 
port, agree  one. 
Pass  to  researcher 


Stage  5 

KW1  &  SPM  enter 

into  cyclical 

process 


Consult  with: 

parents,  schools, 

reports  eg.  medical 


> 


Stage  6 

SPM,  KW1  meet  on 

format  etc.  and 

with  DTP'er 


for  traditional  client  record  files 

"It  makes  me  think  that  it  is  just  a  job  for 
the  staff  and  they  are  not  really  interest- 
ed in  the  children" 

while  all  respondents  preferred  passports 
for  showing  to  others  (friends,  relatives 
etc.).  One  parent  went  on  to  state  that  pass- 
ports 
"...enable  the  carer  to  really  get  to  knoiv 
each  individual  child.  I  really  welcome 
this  neiv  form" . 

A  result  which  echoed  the  findings  of  Sally 
Millar,  and  which  was  specifically  tested  in 
this  questionnaire,  showed  that  parents  pre- 
ferred the  passport  to  be  written  in  the  style 
of  the  first  person  (e.g.  "I  hate  jelly  so  much 
I  might  even  spit  it  back  at  you,  so  watch 


Stage  7 

KW1  arranges  to 
meet  parents,  pass- 
port posted  out 
beforehand 


Stage  8a 

SPM,  KW1,  parents 
agree  final  version 


Stage  8b 

KW1  &  SPM  agree 
on  timescales  for 
next  passport(s) 


Stage  9 

KW1  posts  final 

version  to 

parents/client 


Stage  10 

Client/parents 
begin  to  use 


Stage  1 1 

Begin  review  of 
arrangements 


1  Copies  of  the 
questionnaires  are 
available  on  request 
to  the  authors. 
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out!"),  whereas  practitioners  preferred  it  to 
be  written  in  the  style  of  the  third  person 
("Fred  has  trouble  eating  soft,  mushy  food 
and  tends  to  dislike  it  for  this  reason"). 

Practitioners,  being  familiar  with  current 
information  systems,  might  have  been 
expected  to  prefer  those  systems  over 
passports.  However,  results  for  practitioners 
also  indicated  a  preference  for  passports, 
although  they  were  slightly  less  enthusias- 
tic than  parents. 

Practitioner  responses  to  the  semi- 
structured  section  of  the  questionnaire 
included: 

for  passports: 

"Could  go  with  (XX)  on  holidays.  Omits 
unhelpful  information" 

"It's  short  and  to  the  point" 

for  current  information  systems: 

"It's  like  starter  info,  to  be  kept  on  file  as 
reference" 

"Not  enough  information". 

One  of  our  most  interesting  findings  relat- 
ed to  the  responses  from  the  group  of  par- 
ents whose  children  had  not  received 
passports.  These  parents  received  an 
'anonymous'  passport  (i.e.  all  personal  and 
private  information  and  photographs  were 
omitted).  The  parents  also  received  infor- 
mation that  was  specific  to  their  own  child, 
as  held  in  our  client  records.  This  group 
could  legitimately  be  seen  as  having  no 
vested  interest  in  seeing  any  positive 
advantages  of  passports  over  other  infor- 
mation systems.  Results  still  indicated  a 
preference  for  the  passport  format.  Indeed, 
one  parent  was  able  to  recognise  and  iden- 
tify the  comparison  'anonymous  child', 
despite  prior  removal  of  all  key  private 
information  and  photographs,  and  despite 
the  family  having  met  this  child  only 
occasionally. 


Discussion 

On  the  basis  of  our  results,  we  intend  to  con- 
tinue developing  this  method  of  providing 
information  about  clients  to  practitioners. 
Meanwhile  the  families  who  participated  in 
the  project  will  receive  the  final  passport.  It 
is  for  them  to  keep,  and  for  their  child  to 
use.  Unlike  most  other  systems  for  collating 
information,  passports  are  not  the  property 
of  the  agency  which  collects  the  informa- 
tion. Instead,  they  belong  to  the  client 
and  /or  parents,  and  will  be  retained  by 
them.  On  Sense  Scotland  respite  holidays 
and  other  such  activities,  Sense  will  become 
the  temporary  keepers  of  the  passport.  A 
rolling  programme  will  be  established  for 
updating  passports.  In  plenty  of  time  before 
the  next  holiday,  parents  will  be  contacted 
and  invited  to  include  comments  to  update 
their  child's  passport  and  produce  a  new 
booklet. 

The  passport  project  has  influenced  our 
practice  in  other  ways.  For  instance,  during 
the  course  of  the  project,  it  was  agreed  that 
each  of  our  holidays  would  continue  to  run 
for  8  days.  But  instead  of  holidaymakers 
starting  on  Day  1,  that  first  day  will  be  set 
aside  for  training  volunteers.  The  training 
will  focus  on  the  passport,  using  it  to  de- 
scribe and  explain  approaches  to  the 
client(s)  for  whom  the  volunteer  is  respon- 
sible. Of  course,  it  will  be  some  time  before 
we  produce  passports  for  each  Sense 
Scotland  client.  Meanwhile  we  will  use  hol- 
idays and  other  opportunities  to  continue 
our  investigation  into  the  advantages  and 
disadvantages  of  this  approach. 

If  anyone  is  interested  in  finding  out  more 
about  this  project,  please  contact  any  of  the 
first  three  authors.  For  those  who  wish  to 
discuss  details  of  the  research,  contact  either 
Stuart  Aitken  or  Sally  Millar. 


Mkheline  Caldwell  r  <  ommunity  Services  Officer,  Sense  Scotland,  15  Newark  Drive,  Pollokshields, 

C41.  M:  0141  424  3222 
John  information  I  '."•"  er,  Sense  Scotland,  Clydeway  i  'entre,  8  Elliot  Place,  Glasgow  03  8EP.  Tel: 

dill  221  7577 

hunt  Aitkt  time  Print  ipal  i  'liner  (Research  &  Practice),  Sense  Suit  Inn, I,  Clydeway  Centre, 

8  I  Hint  Pk  ! ;.;/  P.  Tel:  0141  221  7577.  He  also  work  ai  the  CALL  Centre  with  Sally  Millar 

arch  <  ommunication  Therapist,  (  ALL  (  entre,  University  o)  Edinburgh,  4  Buccleuch 
Place,  Edinburgh  I  H8  9LW.  Tel:  0131  667  14  \8  She  i  <  urrently  writing  a  bool  on  Passports 
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HRH  The  Princess  Royal  joined  education  professionals  from  all 
over  the  UK  at  a  conference  to  mark  the  end  of  the  successful 
three  year  partnership  between  Sense,  the  Department  for 
Education  and  Local  Authorities. 


Over  the  past  three  years  (1992-95)  the 
Department  of  Education,  through 
its  programme  that  provides  grants 
for  support,  education  and  training  to  Local 
Education  Authorities  (GEST),  has  been 
sponsoring  an  initiative  designed  to  assist  in 
the  development  of  regional  provision  for 
children  who  are  deafblind.  Since  deaf- 
blindness  is  a  low  incidence  disability  the 
project  gave  Local  Authorities  the  opportu- 
nity to  get  together  and  produce  imagina- 
tive solutions  to  meet  the  needs  of  this 
group  of  children  and  their  families,  in  the 
context  of  their  local,  rural  or  urban  setting. 
In  all,  32  Authorities  took  part,  grouped 
together  into  8  regional  consortia.  In 
London  and  the  South  East  Waltham  Forest, 
Newham,  Redbridge  and  Essex  formed 
one  group,  as  did  Islington,  Tower  Hamlets, 
Haringey,  Hackney  and  Camden.  In  the 
heart  of  England  three  consortia  were 
formed.  Birmingham,  Walsall,  Solihull, 
Dudley  and  Sandwell  worked  together.  In 
the  border  country  with  Wales,  the  rural 
counties  of  Staffordshire,  Shropshire  and 
Hereford  and  Worcester  formed  a  consor- 
tium and  in  the  East  Midlands,  Warwick- 
shire, Northamptonshire  and  Leicestershire 
joined  with  the  City  of  Coventry  to  develop 
their  project.  Moving  northwards, 
Derbyshire  and  Nottinghamshire  joined 
with  Sheffield;  Bradford  formed  an  urban 
consortium  with  neighbouring  Kirklees  and 
Calderdale  and  in  the  North  East, 
Sunderland,  Cleveland,  South  Tyneside, 
Gateshead  and  Durham  formed  the  largest 
geographical  group  of  all.  Each  consortia 
proposed  a  way  forward  for  its  project  that 
was  fashioned  by  local  conditions  and  ex- 
isting relevant  services  and  also  outlined 
ways  in  which  it  intended  to  build  new  ini- 


tiatives specifically  designed  for  children 
who  are  deafblind /multi-sensory  impaired. 

The  Conference 

To  celebrate  the  formal  end  of  the  project 
Sense  was  delighted  to  plan  its  1995 
Education  Conference  jointly  with  the 
Department  for  Education,  and  to  make  the 
theme  "Sharing  a  Regional  Approach"  re- 
flect the  3  year  GEST  programme. 
Colleagues  in  the  GEST  Consortia  joined 
with  us  to  present  their  work  to  a  wider  au- 
dience as  the  first  stage  in  the  process  of  a 
national  dissemination  plan. 

On  the  5th  April  210  delegates  from  all 
over  the  U.K.  assembled  at  the  Birmingham 
Metropole  Hotel.  Among  them  were  offi- 
cers, advisory  staff  and  practitioners  con- 
cerned with  the  education  of  children  who 
are  deafblind  /  multi-sensory-impaired . 

Dr  Tony  Best,  the  Conference  Chair  and 
Headteacher  of  RNIB  Condover  Hall 
School,  opened  the  Conference  and  warm- 
ly welcomed  Her  Royal  Highness  The 


Jessica  Hills, 
Charles  Byrne,  GEST 
Liaison  Officer, 
Eileen  Boothroyd  and 
Tony  Best  help 
celebrate. 
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Princess  Royal.  In  her  address  Her  Royal 
Highness  described  her  longstanding  inter- 
est in  the  project  and  her  pleasure  at  watch- 
ing the  work  develop  since  its  inception. 
During  the  past  three  years  she  has  travelled 
to  schools  to  meet  the  staff,  parents  and  chil- 
dren who  were  participating. 

Charles  Byrne,  the  GEST  Liaison  Officer 
then  enthusiastically  described  the  major 
achievements  of  each  of  the  regional  con- 
sortia and  set  the  scene  for  the  detailed  sem- 
inar presentations  by  their  members  that 
were  to  be  the  focus  for  the  day. 

In  these  seminars  each  consortium  gave 
an  outline  of  its  project  and  then  concen- 
trated in  more  detail  on  aspects  that  reflect- 
ed its  particular  regional  approach.  All 
described  both  the  pleasure  and  pain  of 
regional  working  and  the  successes  and 
pitfalls  they  had  encountered. 

All  had  focused  to  a  greater  or  lesser  de- 
gree on  professional  development  of  staff, 
but  each  concentrated  in  addition,  on  the 
ways  in  which  the  needs  of  the  children 
who  are  deafblind  or  multi-sensory 
impaired  in  their  region  were  being  met  as 
a  result  of  their  regional  collaboration. 

At  the  Plenary  session  in  the  afternoon 
Ben  Pitchers,  the  GEST  Project  Evaluator 
further  illuminated  the  proceedings  with 
the  first  airing  of  his  report  in  which  he 
draws  attention  to  the  many  positive 
achievements  of  the  project,  highlighting 
some  of  the  themes  developed  by  the  dif- 
ferent consortia,  while  at  the  same  time 
sounding  a  note  of  caution.  He  emphasised 
the  need  for  teacher/multi-disciplinary  net- 
works to  be  established  to  continue  the 
good  work  already  started,  recommended 
some  detailed  study  of  the  way  deafblind 
children  learn  and  also  called  for  a  discus- 


lirn  Pitchers,  DFE  Evaluator 


Tony  Best,  Conference  Chair  and 
Head  Teacher  of  RNIB  Condover  Hall  School 


sion  to  begin  around  the  establishment  of  a 
professional  body. 

Graham  Holley,  representing  the  DFE,  and 
speaking  on  behalf  of  the  Minister  Mr  Eric 
Forth  M.P,  who  had  been  called  away  to 
Parliament,  congratulated  all  those  taking 
part  and  praised  their  dedication  and  pro- 
fessionalism. He  also  announced  a  joint 
Sense /Department  for  Education  Research 
Project,  to  start  in  September  1995,  to  look 
into  the  ways  in  which  children  who  are 
deafblind  gain  access  to  the  curriculum.  This 
initiative  was  warmly  welcomed  by  all  the 
delegates. 

In  summing  up,  Tony  Best  paid  tribute  to 
Charles  Byrne  for  his  leadership  as  GEST 
Liaison  Officer.  He  also  reminded  the  dele- 
gates that  all  newly  developing  disciplines 
had  to  struggle  in  their  early  years  to  gain 
recognition  and  urged  us  all  to  support  each 
other.  He  drew  a  parallel  between  us  and  a 
class  of  nursery  children  who  are  attempting 
to  cross  a  busy  road  -  not  an  easy  thing  for 
such  a  youthful  bunch!  He  urged  us  to  hold 
hands,  think  hard,  take  care  and  with  any 
luck,  he  added,  we  should  avoid  the 
approaching  juggernauts! 

The  Report  of  the  Project 

Since  the  Conference,  Sense  has  published 
the  report  of  the  project  in  conjunction  with 
the  Department  for  Education  entitled 
"Deafblind  Education  -  Sharing  a  Regional 
Approach".  It  is  made  up  of  individual  sum- 
maries from  all  the  consortia  and  it  has  been 
widely  distributed  to  Local  Authorities  and 
interested  individuals  across  the  U.K.  and 
abroad. 
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Dissemination  of  the 
project's  findings  through 
staff  development 

The  Sense  Education  Team  is  now  in  the 
process  of  continuing  the  dissemination 
process  the  Conference  put  in  motion  so 
successfully. 

Local  Authorities  in  the  South  West  and 
North  West  of  England  have  signalled  their 
interest  and  arrangements  are  proceeding  to 
begin  work  on  Regional  seminars.  In  addi- 
tion, specialist  visits  and  problem  solving 
workshops  are  on  offer  to  enhance  the 
breadth  of  staff  development  experiences  on 
offer  to  professionals,  to  enhance  their  skills 
and  knowledge  at  a  level  which  is  appro- 
priate. In  this  way  it  is  hoped  the  greatest 
number  of  people  can  be  reached  with 
opportunities  targeted  accurately  to  meet 
specific  professional  needs.  Colleagues  from 
both  the  GEST  Consortia  and  the  wider  field 
have  given  their  support  to  this  initiative 
and  will  be  fully  involved  in  the  dissemi- 
nation procedure. 

Concerns  for  The  Future 

The  end  of  such  an  initiative  brings  with  it 
all  sorts  of  uncertainties.  Where  government 
money  has  been  used  for  pump  priming 
purposes,  as  in  this  case,  there  are  always 
concerns  that  once  this  additional  funding 
is  removed,  it  will  be  difficult  for  projects 
which  have  benefitted  to  sustain  them- 
selves. It  will  take  both  parental  and 
professional  pressure,  in  addition  to  politi-  ■ 
cal  goodwill,  to  ensure  that  each  continues 
to  thrive  and  develop.  Even  then,  things  will 
not  be  easy. 

In  addition,  Local  Education  Authorities 
are  experiencing  significant  changes  at  pre- 
sent. In  the  past  money  held  at  the  centre 
could  be  earmarked  for  individual  projects, 
but  now,  with  the  majority  of  funding 
devolved  to  individual  schools,  financial  re- 
sources are  targeted  in  very  different  ways. 
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Added  to  this,  the  reorganisation  of  some 
local  authorities  into  Unitary  Authorities 
has  created  a  climate  of  uncertainty  about 
how  services  for  children  with  low 
incidence  disabilities  will  be  provided  when 
larger  authorities  divide  into  smaller  ones. 
Resources  are  likely  to  be  even  scarcer  as 
priorities  change. 

The  Services  provided  for  all  sensory- 
impaired  children,  including  those  who  are 
deafblind  or  have  additional  disabilities, 
have  increasingly  been  planned  to  favour  a 
team  approach  where  professionals  share 
expertise.  In  this  way  the  needs  of  the 
"whole  child"  can  be  supported  more 
successfully.  This  has  in  fact  become  one  of 
the  hallmarks  of  good  practice.  In  some 
Authorities  there  is  a  single  qualified  advi- 
sory teacher  for  deafblind/multi-sensory 
impaired  children  contributing  to  this  sup- 
port service  and  because  of  this  we  must  be 
vigilant  in  order  to  ensure  that  these  expert 
teams  do  not  get  broken  up  in  an  arbitrary 
fashion  as  authorities  change  their  roles.  The 
lessons  that  have  been  learnt  from  the  years 
of  working  co-operatively  must  be  safe- 
guarded. They  make  both  educational  and 
financial  good  sense. 

Eileen  Boothroyd 
Education  Officer 


H.R.H  The  Princess 
Royal  meets  Ian  Glen 
from  the  Birmingham 
Consortium  and  other 
delegates 


Lucy  Dixon  and  Janet  Hughes  from  the 
Staffordshire  consortium 
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It's  been  such  a  brilliant < 
and  such  sweltering  we 
holiday  makers  and  voh 
they  had  and  the  things  t 

We  ran  27  different  holi< 
makers  getting  the  chanc 
activities  and  experience  c 
see  from  the  photos  that 


The  photos  show  from  the  cer 
Nana  Osei  with  Tony  Monteiro  s 
Sharon  Cooksey  with  volunteer  D 
ing  around  with  Heather  Greeve: 
"that  as  he's  in  France  he's  build 
Luke  Causton  and  Valerie  Gentile 
again,  this  time  demonstrating  \ 
Cowe  gently  feeling  some  tiny  d\ 
enjoying  his  ride. 
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tier,  with  endless  sunshine 
I  that  I'm  sure  our  Sense 
;rs  will  remember  the  fun 
;ot  up  to  for  years  to  come. 

this  year,  with  157  holiday 
:ry  some  new  and  exciting 
2nt  surroundings  -  you  can 
)d  time  was  had  by  all. 


lockwise: 

g  a  quiet  moment  at  Caldwell  Inn; 
Hutchinson;  Michael  Belton  cloivn- 
Ul  Todd  explaining  to  Steven  Rose, 
i  chateau,  not  just  any  old  castle!"; 
'wing  Paul  how  it's  done;  Paul  Todd 
ling  skills;  Louise  Load  and  Drew 
ags;  Nicholas  Thompson  obviously 
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Providing  services 
for  deafblind  people 

who  challenge 


The  past  decade  has  seen  significant  changes  in  the  way  we 

provide  for  those  with  particularly  complex  and  special  needs. 

In  the  following  article,  taken  from  a  presentation  made  to 

the  40th  Anniversary  Conference,  Virginia  von  Malachowski, 

Deputy  Regional  Director  of  Sense  West,  explains  how  they 

work  with  people  who  challenge. 


What  sort  of  behaviour  should  we 
define  as  CHALLENGING. 
Clearly  a  behaviour  might  be 
appropriate  in  one  setting  and  yet 
challenging  in  another.  I  have  used  a 
commonly  agreed  definition: 

"Challenging  behaviour  is  defined  as  any 
behaviour  which  interferes  with  the 
person's  learning  or  inclusion  in  society." 
This  includes: 

•  aggressive  behaviour  towards  self 

•  aggressive  behaviour  towards  others 

•  aggressive  behaviour  towards 
environment 

•  anti-social  behaviour 

•  stereotype  behaviour 

•  no  behaviour 

The  last  category  is  particularly  important 
with  our  client  group.  Since  we  encounter 
many  individuals  who  seek  to  withdraw 
and  who  are  difficult  to  motivate  -  this 
behaviour  demands  a  response  from  us  as 
much  as  behaviour  which  is  overtly 
aggressive. 

Our  work  with  deafblind  people  who 
display  challenging  behaviour  adopts  the 
same  principles  we  would  use  with  any 
individual  with  challenging  behaviour. 

I  he  differences  are  in  how  we  explore  the 
reasons  for  the  challenging  behaviour  and 
the  emphasis  we  give  to  developing  alter- 
native behaviour. 


So  what's  the  prevalence  of  such 
behaviour  in  the  deafblind  population? 

When  I  ask  staff  how  many  children  and 
young  people  they  have  worked  with  who 
have  never  displayed  some  form  of 
challenging  behaviour  at  some  time  -  they 
can  rarely  bring  someone  to  mind. 

When  I  ask  how  many  of  their  family, 
friends  or  colleagues  have  never  displayed 
challenging  behaviour  they  can  never  bring 
someone  to  mind!! 

A  display  of  behaviour  which  is  chal- 
lenging is  not  just  a  characteristic  of  people 
with  disabilities  -  it  is  a  symptom  of  being 
alive!  It's  important  therefore  that  we  con- 
tinue to  promote  a  culture  which  does  not 
further  isolate  or  stigmatise  our  deafblind 
people;  a  culture  which  conveys  a  need  for 
intensive  support  rather  than  a  drain  on  re- 
sources -  a  culture  which  is  conducive  to  the 
development  of  positive  adaptive  skills, 
rather  than  a  focus  on  the  non  adaptive 
behaviour. 

Why  do  people  display  behaviour  which 
is  challenging?  The  main  reasons  which 
come  to  mind  are  factors  such  as  frustration, 
confusion,  wanting  attention,  anger,  pain, 
avoidance,  fear,  demand  etc.  It  may  be  a 
response  to  the  people  around,  the  situation, 
temperature  or  physical  setting.  It  might  be 
behaviour  which  is  habitual  or  linked  to  ex- 
pectation of  certain  situations. 
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A  method  of  gaining  control 

I  would  suggest  that  many  of  our  clients  use  behaviour  which  is  challenging  to  attempt 
to  gain  control  in  a  world  where  their  ability  to  exercise  choice  is  severely  limited. 

•  Challenging  behaviour  then  is  simply  an  inappropriate  way  of  meeting  a  legitimate  need. 
It  is  maintained  because  it  has  an  outcome  -  it  is  inadvertently  reinforced  and  meets  the  need. 


Deafblind 

person  feels 

isolated/bored 


Person 
comes  along 
&  holds  them 
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Our  work  becomes  focused  on  identifying 
what  the  person  wants  to  say  and  providing 
them  with  an  appropriate  means  of  expres- 
sion. 

Our  means  of  achieving  this  objective  has 
been  influenced  by  research  over  the  past  40 
years  and  the  cultural  and  political  changes 
which  have  prevailed.  It  is  important  to 
identify  which  aspects  we  want  to  use  in 
our  practice  today. 

40  years  ago  the  doctors  were  in  charge  - 
people  who  had  learning  disabilities  and 
displayed  challenging  behaviour  were  ill 
and  needed  to  be  in  hospitals,  worked  with 
by  nurses  and  treated  with  drugs. 

30  years  ago  along  came  the  behaviour 
modifiers  who  said  behaviour  could  be  con- 
trolled by  something  other  than  medication 
and  they  talked  about  rewards  and  punish- 
ment to  change  behaviour. 

20  years  ago  along  came  the  new  behav- 
iourists who  had  widened  their  under- 
standing of  how  people  learn  and  they  said 
we  needed  to  understand  the  reason  for  the 
challenging  behaviour  so  that  we  could 
teach  the  person  better  ways  of  meeting 
their  needs.  Some  behaviourists  also  talked 
about  the  disadvantages  of  using  punish- 
ments and  advocated  the  use  of  neutral/ 
non-aversive  ways  of  managing  challenging 
behaviour. 

Recently  the  'gentle  teachers'  have  ap- 
peared, their  work  stresses  the  value  base 
and  the  importance  of  relationship  building 
and  bonding.  They  stress  the  importance  of 
an  unconditional  acceptance  of  the  person 
and  the  behaviour  they  might  present. 

The  swing  has  been  from  a  philosophy 
which  sought  to  control  the  individual,  to 
one  which  is  enabling  and  seeks  to  equip 
the  individual  to  take  control  of  their  own 
life. 

My  view  is  that  the  structure  of  the 
behaviourist  and  the  values  expressed  by 
the  gentle  teachers  provides  us  with  the 
most  useful  framework  to  be  able  to  do  this. 
Current  cultural  and  political  trends  have 
also  influenced  our  approach. 
There  is  a  much  more  positive  approach 
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to  challenging  behaviour  and  a  wider  range 
of  professionals  are  contributing  to  our 
knowledge  of  it.  Our  trend  to  develop  com- 
munity services  has  led  us  to  look  to  pro- 
vide ordinary  services  rather  than  seek  to 
isolate  people  in  institutional  settings.  We 
have  developed  confidence  in  our  own 
capabilities,  which  has  allowed  us  to  be 
more  creative  in  the  options  we  explore  for 
intervention  and  service  provision. 

Contracting  within  the  community  care 
framework  has  enabled  us  to  consider 
packages  of  care  'pick  and  mix',  individual 
services  which  recognise  that  complex  peo- 
ple need  tailor-made,  personalised  solutions 
to  meet  their  needs. 

Certain  people  are 
more  'at  risk' 

The  debate  around  values /respect  for  peo- 
ple has  promoted  an  atmosphere  where 
punishment  is  not  seen  as  a  legitimate  way 
of  reducing  challenging  behaviour  and  pos- 
itive approaches  have  been  stressed. 

Particularly  significant  however,  is  our 
growing  understanding  of  the  factors  which 
lead  people  to  behave  in  a  way  which  can 
be  presented  as  challenging.  Research  has 
indicated  that  certain  individuals  are  more 
likely  to  develop  challenging  behaviour.  A 
comprehensive  study  by  Chris  Oliver  in  the 
South  West  Thames  Regional  Health 
Authority  indicated  that  people  with  the  fol- 
lowing characteristics  are  at  risk. 

•  Those  with  visual  impairment 

•  Those  loith  learning  disabilities 

•  Those  with  hearing  impairment 

•  Those  with  communication  problems 

•  Those  with  physical  disabilities 

These  individuals  have  a  built-in  limitation 
in  their  access  to  information  and  their  abil- 
ity to  make  sense  of  it.  They  will  be  less  able 
to  organise,  plan  and  review  events.  There 
is  a  higher  risk  of  eye  or  ear  problems,  a 
greater  risk  of  psychiatric  disorders  and 
clearly  a  very  limited  way  of  expressing  or 
communicating  their  very  complex  needs. 
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Not  only  are  this  group  'at  risk'  of  devel- 
oping challenging  behaviour  because  they 
have  limited  means  of  meeting  their  needs, 
but  they  are  also  at  risk  because  they  are 
very  dependant  members  of  our  society. 

Sullivan  (1987)  cited  studies  which  sug- 
gest that  54%  of  deaf  boys  and  507c  of  deaf 
girls  are  abused  as  children,  double  the  rate 
expected  for  girls  and  four  times  higher  the 
rate  expected  for  boys.  Consider  how  the 
behaviour  of  many  of  our  children  and 
young  adults  might  be  an  expression  of  past 
and  present  emotional  traumas  . 

So  within  this  enlightened  environment 
how  do  we  work  with  those  who  challenge 
us  and  the  system? 

Distinguishing  between 
biological  and 
environmental  causes 

It  is  important  to  distinguish  between  chal- 
lenging behaviour  which  is  biologically 
caused  and  that  which  is  environmentally 
caused. 

People  with  mental  health  problems  or 
biological  conditions  require  a  different 
intervention.  In  this  group  are  those  who 
have: 

•  Psychiatric  disorders  e.g.  schizophrenia, 
clinical  depression 

•  Specific  disorders  associated  with  self 
indurious  behaviour  -  de  Lange,  Lech  Nyan 
(these  are  genetic  conditions  associated  with 
self  injury) 

•  P.M.T.  &  menopause  hormone  imbalances 

•  Allergies  from  food /environment 

•  Endorphin  release  through  self  indurious 
behaviour  (self  injury  can  set  off  a  chemical 
reaction  which  is  pleasurable) 

Challenging  behaviour  which  is  produced 
because  of  these  reasons  needs  to  be  con- 
sidered within  a  medical  framework  and  to 
address  specific  biological  imbalances. 

In  the  Journal  'American  Annals  of  the 
Deaf  an  article  in  December  1992,  described 
a  project  in  Texas  for  young  adults  with 
rubella  syndrome.  The  project  directors 
believed  that  the  challenging  behaviour 
displayed  by  the  young  people  was  as  a 
result  of  their  syndrome  and  therefore  had 
biological  origins.  The  treatment  was  to  use 
psychotropic  medication  to  control  their 
impulses. 

I  believe  a  drug  regime  should  be  consid- 
ered only  -is  part  of  a  package  for  people 
who  we  are  sure  are  experiencing  chemical 
imbalances  -  I  do  not  believe  there  is  evi- 
deiK  e  wIik  h  places  rubella  syndrome  in  this 
l  ategory  and  therefore  warrants  the  use  ol 
psyc  hotropk  medicine  as  standard. 


Like  the  rest  of  us,  people  with  rubella  syn- 
drome may  at  times  in  their  life  experience 
conditions  such  as  those  listed,  but  I  would 
suggest  that  most  of  the  behaviour  we  see 
is  part  of  the  second  group  of  people  I  want 
to  distinguish,  i.e.  those  whose  behaviour  is 
environmentally  caused  or  triggered. 

If  we  look  at  behaviour  simplistically  we 
see  that  it  can  be  triggered  by  a  range  of  sit- 
uations: 

•  Internal  reason  -  an  emotion,  perception, 
sensation 

•  Environmental  reason  -  people  around,  the 
situation,  the  demands,  the  temperature  or 
physical  setting 

•  'Rules'  -  cultural  expectations,  society  ex- 
pectations, laws  of  the  country. 

Again,  if  we  look  at  things  simplistically  we 
can  deduce  that  challenging  behaviour 
often  develops  and  is  maintained  because 
our  reactions  inadvertently  reinforce  it.  If  we 
give  attention  to  the  person  who  is  sitting 
alone  and  begins  to  head  bang  -  we  mav 
have  taught  that  individual  that  when  they 
are  bored  the  best  way  of  initiating  contact 
is  to  hit! 

The  first  step  is  risk  reduction 

If  we  acknowledge  that  sensory  impaired 
and  learning  disabled  people  are  amongst 
those  most  likely  to  develop  challenging  be- 
haviour, the  first  step  to  a  practical  approach 
should  be  aimed  at  risk  reduction.  By  iden- 
tifying aspects  of  good  practice  and  creating 
a  positive  living  and  learning  environ- 
ments, we  will  be  increasing  the  likelihood 
of  individual  needs  being  met  by  using 
appropriate  skills  and  behaviour. 
Simple  guidelines  include: 

•  Adapt  the  environment,  make  it  accessible 
and  predictable 

•  Give  clear  information  -  check  that  it  has 
been  understood 

•  Build  relationships  behoeen  the  carer  and 
deafblind  person 

•  Teach  meaningful  communication  to  pro- 
mote maximum  use 

•  Provide  structure,  to  develop  anticipa- 
tion, choice  and  control 

•  Give  sufficient  time 

•  Ensure  regular  medical  checks 

•  Promote  dignity/respect/ernpathy 

•  Working  practices/policies  which  provide 
protection  for  the  individuals 

•  Working  practices  which  stress  every- 
one's responsibility  to  ensure  quality  ser- 
vices -  open,  honest  trained  staff  who  are 
encouraged  to  challenge  the  status  quo 

•  Quality  assurance  mechanisms  that  pro- 
mote action-orientated  feedback  open  to 
all  stake  holders. 
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So  far  the  elements  we  have  highlighted  in  our  efforts  to  provide  services  for  deafblind 
people  who  challenge  are: 


knowledge 
base 
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So,  having  developed  challenging  behav- 
iour -  how  do  we  go  about  reducing  it? 

I  acknowledge  that  the  needs  of  any  one 
deafblind  person  are  complex,  but  in  an  at- 
tempt to  explain  the  process  of  behaviour 
change  I  will  endeavour  to  highlight  some 
of  the  key  components  of  our  approach. 

The  reduction  of  challenging  behaviour 
should  be  viewed  as  part  of  the  total  needs 
of  the  individual,  not  to  be  dealt  with  in  iso- 
lation. 

How  do  we  go  about  reducing  challeng- 
ing behaviour? 

•  Identify  the  trigger /reason  for  the  challenging 
behaviour 

•  Teach  an  appropriate  ivay  of  meeting  identified 
needs 

•  Ensure  development  of  new  skills  and  behav- 
iours by  positively  reinforcing  them 

•  Ensure  decrease  of  inappropriate  behaviours  by 
making  sure  there's  no  positive  outcome  to 
challenging  behaviour. 

That's  the  idea  -  but  how  do  you  put  it  into 
action?  A  six  part  plan. 

1 .  Collect  information  about  the  person  - 
their  disability,  their  skills,  what  moti- 
vates them,  look  at  past  history. 

2.  Analyse  the  challenging  behaviours, 
how  many  times  does  it  happen?  where? 
with  whom?  have  medical  checks  been 
conducted?  are  there  indicators  as  to 
how  the  person  is  feeling? 

3.  This  information  gives  you  the  oppor- 
tunity to  make  some  'guesses'  at  why  the 
person  is  behaving  the  way  they  are  - 
what  need  or  range  of  needs  are  they  try- 
ing to  meet?  what  are  they  trying  to  say? 

4.  This  then  determines  what  new  skills 
you  want  to  teach. 

5.  Clarify  the  appropriate  behaviour  you 
want  to  extend. 

6.  Work  out  some  ideas  on  how  to  manage 
the  challenging  behaviour  in  a  safe  way 
and  in  a  way  which  does  not  give  the  in- 
dividual any  positive  feedback. 
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Exchange  challenging 
behaviour  for  new 
communication  skills 

Teaching  new  communication  skills  to  ex- 
press the  needs  currently  being  displayed  in 
a  challenging  manner  is  likely  to  be  the  most 
significant  form  of  intervention. 

New  communication  skills  are  likely  to  be 
things  like:- 1  want,  I  don't  want  -  help/I'm 
confused  -  I  hurt,  I  feel... 

e.g.  When  Alan  wanted  to  leave  the 
swimming  pool  he  would  either  try  to 
drown  someone  or  take  his  trunks  off  (he's 
24),  we  taught  him  some  alternative  ways  of 
leaving  -  either  to  sign  finish  or  home,  or  to 
pick  up  the  symbol  for  home,  or  his  basket 
of  clothes  both  of  which  were  left  at  a 
known  location  at  the  side  of  the  pool. 

Our  aim  was  to  provide  him  with  a  num- 
ber of  appropriate  choices  when  he  felt  the 
need  to  leave. 

Frequently  challenging  behaviour  devel- 
ops because  of  boredom,  isolation  and  as  an 
effort  to  self  stimulate.  An  alternative  set  of 
skills  to  meet  that  need  would  therefore  in- 
volve ways  of  summoning  attention,  gaining 
access  to  toys,  ways  of  engaging  others  etc. 

e.g.  When  Jane  wanted  attention  from 
someone  she  would  pull  her  hair  out, 
which  people  quickly  responded  to.  We 
taught  Jane  to  sign  for  a  number  of  things 
such  as  cuddle/play/walk/drink  and  also 
to  locate  her  favourite  activities  within  her 
home.  We  ensured  that  she  gained  lots  of 
positive  interaction  if  she  used  one  of  these 
strategies  and  only  minimal  interaction  if 
she  pulled  at  her  hair  thus  giving  the  mes- 
sage that  the  new  strategies  were  much 
more  effective  than  the  old. 

The  rules  or  boundaries  which  guide  the 
limits  of  our  own  behaviour  are  likely  to  re- 
quire structured  teaching  for  our  deafblind 
people. 

e.g.  Julie  learnt  to  sign  "drink"  instead  of 
headbang  when  she  was  thirsty,  but  want- 
ed to  drink  all  of  the  time  and  continued  her 
banging  if  she  hadn't  had  enough,  thus  the 
behaviour  continued  to  be  challenging. 
With  pictures  we  taught  Julie  some  new 
rules  -  when  she  signs  drink  in  certain  cir- 
cumstances she  can  use  2  pictures  taped  to 
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the  wall  and  exchange  them  for  a  drink. 
When  the  pictures  are  gone,  the  drinks  are 
gone.  She  learnt  the  rule. 

Learning  to  discriminate 

The  ability  to  discriminate  relies  on  senso- 
ry and  cognitive  information  being  analysed 
for  similarities  and  differences.  Many  of  our 
deafblind  people  have  difficulty  in  doing 
this. 

We  may  need  to  teach  people  to  discrim- 
inate between  different  circumstances.  It's 
okay  to  kick  a  football  but  not  a  person.  It's 
okay  to  engage  in  masturbation  in  your  bed- 
room but  not  in  the  classroom. 

e.g.  Ann  used  to  eat  anything  that  came  to 
hand.  We  taught  her  to  look  for  certain  qual- 
ities before  eating  something  by  teaching 
discrimination  skills.  She  was  offered  a 
choice  of  two  things  an  edible  and  non 
edible.  If  she  chose  the  edible  she  got  it  to 
eat  -  if  she  chose  the  non  edible  she  didn't 
receive  anything.  At  first  she  chose  ran- 
domly but  soon  realised  it  was  worth  in- 
vestigating carefully  before  making  a  choice 
and  began  to  recognise  food  qualities. 

A  number  of  our  young  adults  display 
challenging  behaviour  in  certain  contexts 
because  they  are  anxious,  afraid  or  are  in- 
tolerant of  the  situation.  Desensitising  their 
fear  or  intolerance  may  prove  helpful.  The 
process  involves  building  up  their  coping 
skills  in  small  steps. 

e.g.  John  was  terrified  of  the  toilet  because 
as  a  small  boy  someone  had  asked  him  to  sit 
on  a  large  toilet  and  he  slipped  down  and 
got  stuck.  We  introduced  a  programme 
which  involved  him  progressing  a  metre 
down  the  corridor  towards  the  toilet  each 
day,  and  only  moving  on  to  the  next  mark- 
er if  he  was  comfortable  with  the  last. 
Eventually  we  were  saying  "hello"  to  the 
toilet,  then  sitting  next  to  it  and  ultimately 
he  sat  on  it  to  the  great  cheer  of  everyone 
around. 

Because  of  their  sensory  impairment  our 
young  people  do  not  have  ready  access  to 
role  models  from  whom  they  would  learn 
appropriate  ways  of  behaving  in  certain  cir- 
cumstances. We  often  shield  them  from  our 
range  of  feelings  and  appear  as  even  tem- 
pered happy  people  all  of  the  time.  I  express 
my  anger  for  example  in  a  range  of  differ- 
ent ways  depending  on  the  situation  and 
who  is  with  me.  Our  deafblind  people  may 
need  to  be  taught  this. 

e.g.  When  John  became  angry  he  would 
throw  things  around  with  great  force,  he 
would  particularly  target  the  crockery 
which  was  dangerous  for  those  around.  Our 
objective  was  to  shape  an  alternative  ex- 
pression of  his  anger  and  we  encouraged 


^ 


him  to  throw  bean  bags  around  in  his  bed- 
room or  in  the  garden. 

Relaxation  is  a  very  useful  coping  skill 
which  we  use  to  help  us  deal  with  disap- 
pointment, anxiety,  anger  etc.  We  have  lots 
of  choices  of  how  to  act  when  we  are  feel- 
ing tense  -  gin  and  tonic,  4  mile  run,  listen- 
ing to  music.  Our  deafblind  people  are  un- 
likely to  have  those  choices  -  we  need  to 
teach  methods  of  relaxation. 

e.g.  Mark  was  taught  how  to  instigate 
massage  when  feeling  depressed  -  it  re- 
duced the  tension  and  also  gave  opportu- 
nities for  communication  and  allowed  us  to 
provide  support  in  other  ways. 

What  if  we  can't  find 
an  answer? 

What  if  we  can't  work  out  what  is  causing 
the  challenging  behaviour?  If  we  don't 
know  why  someone  is  behaving  as  they  are, 
how  can  we  decide  what  alternative  skills  to 
teach  them? 

There's  still  action  you  can  take  while  you 
collect  more  information  to  help  you 
determine  the  reason  for  the  challenging 
behaviour. 

Key  into  the  positives  -  reinforce  the 
absence  of  the  challenging  behaviour  or 
something  which  is  incompatible  e.g.  for 
someone  who  displays  throwing  behaviour, 
encourage  holding,  carrying,  manipulating 
behaviour  -  for  someone  who  produces 
aggression  reward  the  absence  of  aggres- 
sion. The  message  to  the  individual  is  "do 
this"  -  rather  than  saying  "don't  do  that". 

So  how  do  we  cope  with  the  challenging 
behaviour  while  all  these  new  skills  are 
being  taught  and  integrated  into  the  persons 
repertoire.  Our  objective  is  to  ensure  that 
challenging  behaviour  is  managed  in  a 
way  that  maintains  safety  and  reduces  its 
impact.  This  can  be  achieved  by  use  of  the 
following 

•  Alter  the  environment 

•  Restraint 

•  Self  restraint 

•  Redirect 

•  Distract 

The  focus  is  to  manage  the  behaviour  in  a 
way  which  is  respectful  of  the  individual,  is 
non-aversive  and  ensures  the  safety  of  the 
individual  and  those  around. 

The  most  desirable  outcome  is  that  the  in- 
dividual develops  a  range  of  ways  of  con- 
trolling his  own  behaviour,  whether  by  sit- 
ting down  with  a  friend  and  talking  over  the 
problem  or  by  disappearing  into  his  own 
space  until  he  calms. 
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So  how  do  you  put  it  all  together? 
Case  history  -  Harry: 


Harry  has  no  hearing,  limited  sight  and 
poor  expressive  communication  skills.  He 
was  24  when  he  came  to  Sense  having  been 
excluded  from  his  residential  hostel  after 
spending  six  months  in  a  secure  hospital. 

Harry  displayed  the  following  challeng- 
ing behaviour:  he  used  to  trash  and  destroy 
his  environment;  he  was  aggressive  towards 
others  -  biting,  kicking  and  hitting;  he  also 
directed  his  aggression  towards  himself  - 
eye  poking,  headbanging,  and  throwing 
himself  into  furniture. 
We  speculated  on  the  following  reasons  for 
his  behaviour:  he  was  angry,  confused  and 
unhappy;  wanting  some  things  and  not 


wanting  others;  he  was  isolated,  had  little 
control  over  his  environment  and  an  inad- 
equate means  of  communicating  his  needs. 

We  needed  to  teach  him  new  skills  to  en- 
able him  to  meet  these  needs.  We  needed  to 
help  him  express  his  emotions  in  an  alter- 
native way,  and  shape  different  responses  to 
his  anger,  unhappiness  and  confusion. 

To  do  this  we  considered  his  total  needs 
and  introduced  a  balanced  programme 
designed  to  enhance  his  self  esteem  and 
enable  him  to  take  control  of  his  life  in 
appropriate  ways,  while  developing  his 
strengths  in  a  safe,  secure  environment. 
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Extend  his  communication 

•  vocabulary 

•  calender 

•  expressive  signing 

•  building  relationship/trust 

•  provide  opportunities  for 
friendships  with  peers 


> 


We  need  to  reinforce  his 
appropriate  behaviour 

•  reinforce  absence  of 
trashing 

•  reinforce  low  rates  of  SIB 


I 


We  need  to  manage 
outburst  in  safe  and 
non-reinforcing  way 

•  trashing  -  no  intervention 

•  SIB  -  restraint 


Summary 

This  is  a  long  process  of  change  but  clear  improvements  were  seen  in  the  reduction 
of  his  challenging  behaviour  and  in  the  development  of  new  skills. 

Remember  we  don't  'cure'  challenging  behaviour.  Everyone  is  made  up  of  a  pack 
of  cards  -  each  card  representing  a  different  skill  or  behaviour.  With  someone  who 
is  challenging  the  inappropriate  cards  are  on  the  top  of  the  pack  because  they 
are  the  most  useful.  We  need  to  lower  the  likelihood  of  them  being  chosen  by 
reducing  the  pay-off  when  they  are  used,  thereby  sending  them  down  the  pack 
and  introducing  lots  of  new  cards  that  are  appropriate  and  will  meet  identified 
needs. 

Remember  you  never  get  rid  of  a  challenging  card  -  you  simply  decrease  the 
likelihood  of  its  use. 

If  in  the  future  it  re-emerges  -  look  at  yourself  -  have  you  stopped  reinforcing 
the  appropriate  skills  and  forced  the  individual  to  bring  back  the  old  ones  to  meet 
their  needs. 

Our  challenge  is  to  make  continuous  strides  in  promoting  the  needs  of  people 
with  sensory  impairment,  to  continue  to  develop  our  understanding  and  to  work 
tirelessly  to  ensure  that  quality  services  move  from  strength  to  strength. 

The  challenge  for  us  is  an  exciting  one  -  enjoy  it! 
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Biscuit  Please",  Jaswir  plays 
on  the  big  bass  drum 

Working  with  a  deaf  blind  child  and  a  professional  musician 


During  the  Summer  Term  1992,  Mark 
Withers,  a  professional  musician, 
visited  the  Royal  School  for  Deaf 
Children  in  Margate,  along  with  his  bass 
clarinet,  and  joined  in  with  music  lessons 
throughout  the  School.  He  played  for  all  the 
pupils  in  Pursglove  Junior  Department  (for 
Deaf  children  with  additional  or  multiple 
disabilities)  with  electrifying  results.  Every 
child  enjoyed  and  responded  to  his  playing, 
but  for  some  it  seemed  to  provide  a  unique 
experience.  Jaswir,  a  ten  year  old  deafblind 
child,  was  one  such  person.  When  Mark 
stopped  playing,  she  signed,  "Biscuit, 
please"  (the  only  sign  she  then  knew), 
standing  up  and  reaching  for  the  instru- 
ment, indicating  that  she  wished  him  to 
carry  on! 

After  these  Taster'  sessions,  it  was  decid- 
ed that  Mark  would  continue  his  visits  on  a 
half  termly  basis  during  1993-94.  Jaswir  and 
her  classmates  were  targeted  as  children  for 
whom  the  music  might  be  particularly  ben- 
eficial. In  discussion  with  Mark  and  myself 
as  Class  Teacher,  we  established  two  objec- 
tives. 

•  The  first  was  to  explore  instruments  and 
sound  -  this  activity  being  free  explo- 
ration and  non-directed.  Instruments 
would  be  made  available  and  any  initia- 
tives shown  by  the  children  would  be  ex- 
ploited and  developed  in  the  classroom. 

•  The  second  objective  would  be  to  en- 
courage the  use  of  instruments  to  devel- 
op  musical   conversations   hoping   that 


this  would  enhance  turntaking  and  inter- 
action skills  -  this  would  be  an  adult  led, 
structured  activity. 

Both  activities  would  be  on  a  weekly  basis 
with  input  from  Mark  half  termly.  Each  ses- 
sion would  be  child-centred  and  work  was 
planned  on  a  sessional  basis,  each  building 
on  initiatives  shown  in  the  previous  session; 
Mark  would  advise  us  and  help  plan  the 
next  half  term's  work.  Mark  would  also 
play  at  the  end  of  his  lessons  as  a  relaxing, 
listening  activity  which  everyone  really  en- 
joyed. 

Jaswir,  now  twelve,  is  registered  blind  and 
has  a  severe  hearing  loss,  with  significant 
learning  disabilities.  She  has  always  enjoyed 
music  and  song,  to  which  she  would  sit  and 
rock  herself  indiscriminately,  objecting 
strongly  when  the  music  stopped.  She 
would  startle  and  put  her  hands  over  her 
ears  and  become  distressed  if  exposed  to 
loud  sound  or  music.  She  was  always  a  pas- 
sive listener,  resisting  any  intervention  to  try 
to  encourage  her  to  make  music  herself, 
hands  on  or  otherwise. 

This  first  year,  we  struggled  as  Jaswir 
showed  little  sign  of  wanting  to  explore  in- 
struments -  each  one  studied  visually,  ex- 
plored by  touch,  smelt,  listened  to  briefly 
and  then  rejected.  Any  intervention  was  met 
with  resistance.  Our  second  objective,  mu- 
sical conversations,  was  met  with  limited 
success.  Jaswir  preferred  to  explore  and 
chew  the  beaters  rather  than  play  with 
them.  Hands  on  intervention  again  met 
with  resistance;  she  preferred  to  listen  to 
others  play  and  would  hand  back  the  beat- 
ers for  us  to  play  to  her.  She  still  loved  lis- 
tening to  Mark  play  softly  and  would  rock 
and  smile  throughout. 

Gradually,  as  we  persevered  -  singing  her 
favourite  classroom  rhymes  every  day,  play- 
ing interactive  clapping  games  and  intro- 
ducing musical  instruments  occasionally  - 
Jaswir  would  bang  the  drum  by  herself  for 
a  few  beats  before  throwing  the  beaters 
away  or  chewing  them.  Occasionally  she 
would  appear  to  take  one  or  two  turns  with 
an  adult  beating  the  drum  and  less  fre- 
quently with  another  child.  Still  her  prefer- 
ence was  for  someone  else  to  do  the  work! 


24  ■  /'//'  ■  Autumn  1995 


4flr 


BISCUIT  PLEASE 


Jaswir  beat  in  time 

In  1994-95,  the  sessions  with  Mark  were  in- 
creased to  fortnightly  and  we  decided  that 
it  was  right  to  persevere,  given  that  we  had 
made  progress  -  if  somewhat  limited.  This 
proved  to  be  the  turning  point.  The  range  of 
musical  instruments  had  been  extended  and 
Jaswir  was  beginning  to  play  the  chime  tree 
and  rain  maker  by  herself  for  a  few  minutes. 
In  the  classroom,  it  was  noted  that  Jaswir 
would  play  the  drum  provided  she  had  a 
sung  accompaniment.  Just  before  Christmas 
we  ran  through  the  familiar  routine  singing, 
"Oh!  Jaswir  can  play  the  big  bass  drum", 
with  her  banging  the  drum  interspersed 
with  chewing  the  beaters  -  Jaswir  began  to 
beat  in  time!  When  the  exercise  was  repeat- 
ed (and  every  time  afterwards)  she  did  it 
again.  At  the  Christmas  concert  a  week  later, 
she  began  to  rock  in  time  to  the  music,  and 
more  exciting;  when  the  music  changed,  she 
stopped,  listened  and  then  changed  the 
rhythm  of  her  rocking. 

When  Mark  returned  after  Christmas  we 
had  something  to  report.  Although  we 
worried  that  she  might  have  lost  her  new 
skills  over  the  long  break,  we  need  not  have 
done.  Jaswir  played  the  drum  for  a  short 
time  with  Mark,  changing  rhythms  as  he 
did,  she  abhorred  a  musical  vacuum  and 
would  fill  the  missing  beats  -  either  adding 
beats  1  and  3  or  2  and  4. 

From  strength  to  strength 

Since  Christmas,  Jaswir  has  moved  from 
strength  to  strength.  She  smiles  when  given 
the  object  of  reference  instead  of  rejecting  it, 
and  finds  her  own  way  to  the  music  area, 
making  a  bee  line  for  her  favourite  instru- 
ment -  still  the  drum.  She  plays  sponta- 
neously by  herself,  and  will  now  play 
along  with  an  adult  and  also  with  one  other 
child,  each  responding  to  each  other's 
rhythms.  She  is  more  tolerant  of  loud 
noises  and  sometimes  seems  to  positively 
enjoy  them.  She  discriminates  between  var- 
ious styles  of  music,  especially  enjoying 
lively  pop  -  but  responding  to  classical 
guitar  music  and  opera. 

However,  the  benefits  of  music  sessions 
have  not  remained  within  the  music  class. 
We  have  been  able  to  show  more  positive 
responses  to  audiological  testing  -  Jaswir 
turning  and  smiling  to  free  field  testing,  and 
beginning  to  be  conditioned  to  show  a  co- 
operative response  to  sound.  Jaswir,  who 
previously  showed  little  interest  in  the 
computer,  is  now  responding  spontaneous- 
ly to  a  'Listen  and  Touch'  program,  showing 
a  preference  for  some  tunes  above  others 


and  beginning  to  use  her  residual  vision  to 
discriminate  between  different  colours  and 
areas  on  the  touch  screen  where  her 
favourite  tunes  are  located. 

Music  gives  confidence 

Music  has  given  Jaswir  confidence  and  she 
is  becoming  more  assertive  when  dealing 
with  other  children  and  adults.  From  small 
beginnings,  holding  on  to  beaters  if  others 
tried  to  remove  them  instead  of  passively  al- 
lowing them  to  be  taken  away  and  then 
complaining  about  it.  She  is  now  more  de- 
manding of  those  working  with  her  and  is 
making  more  positive  use  of  objects  of  ref- 
erence and  hand  over  hand  sign  to  make  her 
wishes  known. 

The  most  exciting  development,  however, 
has  been  in  her  interaction,  both  with 
adults  and  her  peers.  She  will  seek  out  an 
adult  to  play  clapping  and  movement 
games  with,  instead  of  always  sitting  and 
rocking.  She  has  been  observed  clapping 
along  in  time  to  music  by  herself,  and  has 
extended  this  solitary  activity  to  clapping 
games,  movement  activities  and  playing  in- 
struments with  her  teachers  and  peer  group. 
In  the  residential  area,  she  has  initiated  clap- 
ping games  with  children  who  are  not  in  her 
class  group,  and  here  again  she  is  more 
communicative  and  assertive  with  all  who 
work  with  her. 

We  are  still  building  on  Jaswir's  musical 
"  abilities.  Every  fortnight  when  Mark  visits, 
she  has  achieved  something  new,  not  al- 
ways what  we  had  anticipated  or  planned, 
but  she  is  in  control.  The  whole  initiative  has 
been  tremendously  exciting  for  all  of  us: 
Mark,  myself,  Jaswir  and  all  who  work  with 
her,  not  forgetting  the  other  children  in  the 
group  who  have  also  gained  so  much. 

Jaswir  will  continue  working  with  us, 
building  on  her  own  initiatives  as  ever.  Our 
aims  remain  the  same: 

•  to  extend  her  range  of  choices,  as  we  ex- 
plore her  musical  talents  and  listening 
skills; 

•  to  improve  her  communication  and  in- 
teraction skills  with  adults  and  children; 

•  to  establish  equality  of  control  within  a 
musical  conversation. 

No  doubt  we  will  also  continue  to  be  sur- 
prised and  delighted  at  all  she  has  achieved 
and  will  achieve  in  the  future. 

Jacky  Burrows 

Class  Teacher  and  Head  of  Pursglove 

Junior  Department 
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Introducing  NVQ's  as  part  of 
a  staff  training  programme 

Staff  are  our  most  valuable  resource  -  they  are  our  deaf  blind 

clients'  link  with  the  outside  world,  and  as  such  need  to  be 

provided  with  the  expertise  and  support  necessary  to  enable 

them  to  do  the  work  asked  of  them  to  the  best  of  their  ability. 


Gail  Campbell, 
Officer  in  Charge, 

Debbie  Hazel/, 

Deputy  Officer  in 

Charge,  Castleton 

House 


As  part  of  an  Institutional 
Development  Plan,  senior  staff  at  the 
Whitefield/  Sense  Residential  Units 
decided  to  update  their  training  pro- 
gramme. A  tiered  training  system,  which 
took  into  account  staff's  job  descriptions 
and  previous  experience  was  deemed  most 
appropriate.  A  key  part  of  the  programme 
would  be  the  introduction  of  National 
Vocational  Qualifications  (NVQ's). 

National  Vocational 
Qualifications 

Liz  Booth,  Head  of  Human  Resources  at 
Sense,  visited  the  houses  to  talk  to  staff  and 
to  explain  how  NVQ's  operate.  She  then 
spent  three  days  training  two  members  of 
staff  on  the  background  to  NVQ's  and  the 
assessment  process.  The  two  members  of 
staff  then  carried  out,  and  wrote  up  on,  a 
number  of  training  sessions  to  be  put  for- 
ward for  their  assessor's  awards.  Two  staff 
at  each  of  the  houses  then  registered  to  take 
an  NVQ,  and  an  appropriate  level  was 
selected  by  the  trainee  assessor  in  conjunc- 
tion with  the  candidate.  The  assessors 
worked  towards  their  'Skills  Trainer  and 
Assessor'  and  'Vocational  Trainer  and 
Assessor'  awards  whilst  training  the  new 
NVQ  candidates,  including  being  assessed 
on  their  assessments  of  the  candidates.  Once 
the  assessors  were  confident  in  completing 
necessary  records  and  paperwork,  more 
candidates  were  registered. 

Working  towards  National  Vocational 
Qualifications  has  enabled  staff  to  reassess 
their  training  and  explore  new  areas. 
Because  staff  are  actually  assessed  on  the  job 
rather  than  in  the  classroom,  it  is  easy  to  see 
whether  the  new  skills  are  being  put  into 
practice.  Staff  also  read  background  infor- 
mation prior  to  assessment  and  attend  fol- 
low-up meetings  to  gather  evidence  for 
their  portfolios. 

So  tax  eleven  staff  have  registered  for 
NVQ's  (two  in  Training  and  Development, 
and  nine  in  (  are). 


Other  aspects  of  the  new  training 
programme  include 

Induction  Programme: 

Initially  new  staff  take  part  in  an  induc- 
tion programme,  which  consists  of  two 
phases. 

The  first  is  a  week's  training  with  no  con- 
tact with  young  deafblind  people.  Time  is 
spent  learning  where  to  find  information, 
reading  policies,  files,  programmes  and  so 
on.  Previous  experience  showed  that  new 
staff  found  it  stressful  and  confusing  trying 
to  absorb  this  information  whilst  getting  to 
know  the  clients  at  the  same  time. 

Phase  two  of  the  induction  programme 
consists  of  a  two  hour  sessions  each  week 
for  fifteen  weeks,  which  covers  basic  infor- 
mation such  as  the  causes  of  dual-sensory 
impairment,  orientation,  mobility,  and  so 
on. 

Main  Training  Programme: 

After  the  Induction  Programme,  staff  join 
the  main  training  programme.  This  covers 
a  variety  of  topics  such  as  the  introduction 
of  new  policies  or  legislation,  or  reviewing 
topics  previously  covered.  Speakers  may  be 
internal,  from  the  residential  units  and  the 
school  (medical  staff,  or  staff  with  a  partic- 
ular interest  or  expertise),  or  external. 
External  speakers  have  included  the  local 
HIV  and  AIDS  group,  physiotherapists,  a 
local  GP,  and  a  demonstration  on  the  use  of 
fire  extinguishers.  At  present,  most  staff  are 
also  taking  British  Sign  Language  stage  1. 

Preparing  Staff  for  Promotion: 

There  is  a  policy  of  training  staff  for  pro- 
motion, if  that  is  what  they  want.  For 
example,  junior  staff  work  alongside  a  se- 
nior key  worker  so  that  they  can  learn  the 
skills  needed  for  that  position,  such  as  writ- 
ing review  conferences  and  files.  Also, 
residential  social  workers  with  experience 
can  also  request  "senior  training",  where 
they  take  on  the  role  of  a  senior  residential 
social  worker  for  specific  shifts,  working 


2/>  ■  Talking  SenteM  Autumn  1995 


4fr 


MEMBERS'  NEWS 


NVQ'scont... 

alongside  a  senior  staff  member  who  can 
help  and  advise  them  if  necessary.  Each  shift 
is  followed  by  a  feedback  session,  so  that 
staff  can  work  to  improve  areas  of  weak- 
ness. Should  an  opportunity  for  promotion 
then  arise,  staff  will  have  a  realistic  view  of 
their  ability  to  do  the  job  and  their  readiness 
for  the  position. 

Other  Sources  of  Training: 

Whitefield  School  and  Centre  provides  staff 
training,  and  residential  staff  have  attended 
these  sessions  where  relevant.  The  school 
also  has  a  library,  allowing  staff  access  to 
professional  books  and  journals. 

Staff  have  also  attended  training  courses 
organised  by  Sense. 

In  addition,  external  courses  are  re- 
searched to  ensure  that  staff  training  needs 
are  being  met.  Courses  attended  have  in- 
cluded an  access  course  for  Certificate  of 
Qualification  in  Social  Work,  an  in-service 
course  for  social  care  and  a  Bereavement 
course.  All  staff  also  aim  to  gain  a  recog- 
nised First  Aid  Certificate. 


How  Are  Training  Needs  Identified? 

There  is  a  continuous  programme  of  Staff 
Supervision  and  Staff  Development  ses- 
sions, where  staff  can  review  their  training 
and  assess  their  future  training  needs.  In 
this  way  the  training  programme  and  its 
development  is  staff  led. 

Where  Next? 

Future  aims  include  reviewing  and  refining 
the  training  programme  to  ensure  it  meets 
the  needs  of  staff  and  clients,  and  to  devel- 
op training  for  those  staff  who  it  has  been 
more  difficult  to  provide  for;  such  as 
domestic  staff,  part  time  staff  and  awake 
night  staff.  Whitefield /Sense  Residential 
Units  are  also  applying  for  registration  as  a 
Satellite  NVQ  Centre. 


Mail  order  toys 


Raven  Educational  Supplies 
have  produced  a  super  new 
mail  order  catalogue  full  of 
toys  designed  with  children 
with  learning  difficulties  in 
mind. 

Many  of  the  items  fea- 
tured will  be  familiar  to  par- 
ents as  they  are  widely  used 
by  teachers,  therapists  and 
other  professionals,  however 
they  are  not  always  easily 
available  in  the  High  Street. 


The  catalogue  includes  a 
highly  reflexive  six  sided 
rolling  toy,  a  mirrored 
chimer  and  a  battery  operat- 
ed vibrating  ball. 

To  obtain  a  free  copy  of  the 
catalogue  telephone:  01933- 
279108  or  write  to:  The 
Raven  Collection,  13a 
Victoria  Road, 

Wellingborough,  Northants 
NN8  1HN. 


THE 

CHRISTOPHER  BROCK 

CHARITABLE  TRUST 

This  trust  provides  grants  up  to  a 
maximum  of  £500  to  enable  people 
working  with  deafblind  children  or 
adults  to  undertake  training,  normally 
overseas. 

In  addition,  travel  grants  up  to  a  maximum  of 
£250  are  available  to  enable  recipients  to 
undertake  training  or  study  visits,  again  normally 
overseas.  Grants  may  only  be  given  to  persons 
living  or  working  in  the  United  Kingdom. 

Applications  are  now  sought  for  grants  to  be 
made  during  1  April  1996  to  31  March  1997. 
Detailed  criteria  and  application  forms  are 
available  from: 

Rodney  Clark,  Chairman, 

The  Christopher  Brock  Charitable  Trust, 

11-13  Clifton  Terrace,  London  N4  3SR. 

The  closing  date  for  applications  is  Wednesday 
25  October  1995  and  decisions  will  be  notified 
after  the  Trust's  Grants  meeting  in  November. 
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Andlaw  House's  annual  excursion 


On  Wednesday  19th  July, 
Andlaw  House  Flat  One  left 
for  their  annual  summer 
activity  holiday  at  Church- 
town  Farm,  in  Lanlivery, 
Cornwall.  We  had  already 
been  there  once  before  for  a 
holiday  in  October,  but 
everyone  had  enjoyed  it  so 
much  we  decided  to  go 
again  during  the  summer. 

Six  staff  to  five  holidaymak- 
ers  meant  that  it  was  going 
to  be  hard  work,  so  we  tried 
to  do  some  forward  plan- 
ning. 

Holidays  which  run  from 
mid-week  can  be  frustrating 
for  some  of  our  residents,  es- 
pecially those  who  often 
spend  the  weekend  at  home. 
We  found  this  caused  prob- 
lems last  year.  So  Chris 
Doney,  one  of  our  Senior 
Social  Tutors,  rang  Church- 
town  Farm  to  request  a  rota 
of  the  activities  we  would  be 
doing,  and  set  about  plan- 
ning a  diary  for  the  resi- 
dents, so  they  could  antici- 
pate their  week  ahead  and 


make  decisions  about  activi- 
ties that  they  were  unsure  of. 

The  diary  proved  a  great 
success  for  everyone  except 
the  Unit  Leader,  who  had 
staff  and  residents  running 
in  and  out  of  her  office,  look- 
ing at  the  diary  and  getting 
excited.  The  diary  was  also 
taken  on  holiday  so  the 
following  day's  activities 
could  be  explained  and  an- 
ticipated the  night  before. 

We  travelled  by  train 
which  promptly  sent  every- 
one to  sleep,  so  we  all  ar- 
rived feeling  refreshed  and 
raring  to  go. 

We  spent  our  first  day  on 
the  Challenge  Course,  which 
consisted  of  making  our  way 
from  one  end  of  a  huge  field 
to  the  other  without  touch- 
ing the  ground.  This  involved 
a  lot  of  teamwork,  and  was 
rewarded  with  an  amazing 
downward  slide  on  a  zip 
wire  at  the  end.  Friday  saw 
us  out  in  a  boat  with  a  dingy 
towed  behind.  We  took  turns 
taking  one  resident  between 
two  staff  and  surfing  in  the 


Shaun  and  Matthew  rock  climbing 


dinghy  through  white  water. 
Saturday  was  a  free  day,  so 
we  took  the  minibus  to  a 
local  fun  park  and  spent  the 
afternoon  on  fair  rides.  Rock- 
climbing  and  abseiling  fol- 
lowed, and  we  spent  a  morn- 
ing on  the  farm,  meeting 
and  feeding  the  animals, 
having  pony  rides,  and  han- 
dling rabbits  and  guinea 
pigs.  On  Tuesday  we  had  a 
day  at  the  beach,  rock- 
pooling  and  swimming  in 
the  sea,  rounding  off  with  a 
stroll  around  Padstow. 

Our  last  evening  came  all 
too  soon,  and  we  all  boogied 
the  night  away  in  grass  skirts 
at  a  Caribbean  disco. 

Obviously  we  encoun- 
tered some  problems  during 
the  week,  for  example  irrita- 
tion  at   waiting   in   traffic 


queues,  wanting  to  go  to  the 
toilet  when  there  wasn't  one 
in  sight,  having  to  buy 
everything  in  the  local 
souvenir  shop  -  and  that 
was  the  staff!  On  the  whole 
though  we  had  a  wonderful 
summer  holiday.  Our  resi- 
dents took  part  in  sailing 
activities,  rock-climbing  and 
abseiling,  some  of  which 
they  had  flatly  refused  to  do 
the  year  before.  All  thanks  to 
a  little  thought,  extra  plan- 
ning and  the  trust  that  the 
residents  placed  in  us. 

With  thanks  to  Chris 
Doney,  Liz  Hodge,  Phil 
Roche,  Kit  Godfrey,  and 
Nicky  Lloyd. 

Jane  Roberts 

Unit  Leader 

Flatl 

Andlaw  House 


Beulah  on  the  <  hallenge  Course 


Lizzie  and  Hassan  at  the  fun  park 
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A  brother  for  Karl 


There  are  days  that  live  in  your  memory  for 
ever,  for  all  sorts  of  reasons,  and  I  guess  this 
was  one  of  them.  October  1968,  a  late  after- 
noon, with  sufficient  warm  sun  to  lull  you 
into  believing  that  winter  was  still  a  long  way 
ahead.  I  was  playing  with  John,  who  we  were 
fostering  for  a  couple  of  weeks,  hoping  a 
domestic  situation  would  sort  itself  out.  He 
was  trying  to  master  a  two  wheeled  cycle, 
without  much  success,  when  down  the  side  of 
our  lovely  garden  the  social  worker  appeared. 
We  chatted  about  John  and  the  hope  that  his 
return  home  in  a  couple  of  days  would  even- 
tually turn  out  right,  when  out  of  the  blue  he 
said,  "How  would  you  feel  about  taking  a 
deafblind  baby  for  a  fortnight,  pending  his 
admission  to  a  Sunshine  Home?"...  and  that  is 
how  Karl  came  to  live  with  us. 


The  vacancy  for  the 
Sunshine  Home  came 
through  a  year  later,  but  by 
that  time  we  were  hooked 
and  it  was  decided  that  Karl 
should  remain  in  long  term 
fostering. 

Now  I  have  no  need  to  tell 
any  parent  of  all  that  en- 
tailed during  those  future 
years,  but  like  most  of  us  we 
survived.  We  didn't  have  a 
very  extensive  history  of 
Karl;  but  one  thing  we  did 
know  was  that  he  was  one  of 
twin  boys,  that  his  brother 
had  been  adopted  before 
Karl  ever  came  to  us,  and 
that  his  mother  felt  she  was 
in  no  position  to  be  able  to 
keep  her  babies.  Naturally 
we  had  wondered  about  the 
other  twin,  whether  he  had  a 
handicap,  or  if  he  even  knew 
he  had  a  twin  brother? 


Karl's  brother 
had  traced  him 

Little  did  we  know  that  one 
day  in  1994  all  those  ques- 
tions would  be  answered.  We 
received  a  call  from  our 
present  social  worker  to  say 
that  Michael,  Karl's  twin 
brother,  had  eventually  man- 
aged to  trace  Karl  back  to  the 
Wiltshire  Social  Services  de- 
partment. It  appeared  that  he 


hadn't  been  told  he  had  a 
twin  brother  until  his  wife 
was  expecting  their  first  child. 
In  due  course  he  felt  he  had  to 
track  him  down.  Initially,  he 
was  told  he  had  probably 
died,  or  in  any  case  was  like- 
ly to  be  very  severely  handi- 
capped. We  met  Michael  in 
December,  together  with 
Greg  our  social  worker,  and 
spent  a  happy  time  looking  at 
photos  and  going  back  over 
the  way  Karl  had  progressed 
over  the  years.  Meanwhile, 
how  to  tell  Karl,  who  has  no 
communication   and   very 


little  signing,  that  he  had  a 
brother?  The  first  thing  was  to 
show  him  photos  of  his  broth- 
er, and  this  is  where  the  care 
workers  at  Poolemead,  where 
Karl  is  a  resident,  really 
worked  hard.  Fortunately 
Karl  just  loves  to  look  at  pho- 
tos, and  at  first  he  thought  the 
photos  of  his  brother  were  of 
himself,  but  in  time  he  was 
signing  'brother'  -  although 
one  must  be  realistic,  and 
what  his  conception  of  the 
sign  is,  of  course,  remains  a 
mystery. 

Together  at  last 

In  due  course  it  was  felt  the 
time  had  come  for  the  two 
brothers  to  meet,  and  in 
March  Michael,  Dawn  (his 
wife)  and  her  mother  came 
to  us  and  we  took  them 
down  to  Poolemead. 
Poolemead  had  prepared  a 
lovely  buffet  lunch  and  we 
met  quite  informally  togeth- 
er. It  was  great  to  see  the  joy 
on  Michael's  face  -  to  be 
honest  Karl  enjoyed  the  food 
and  the  photographs  most. 
I  longed  to  be  in  the  position 
to  say,  "Karl,  this  is  your 
brother"  and  for  him  to  un- 
derstand the  total  meaning 
of  what  I  was  saying.  The 
time  came  for  us  to  leave  and 
Karl  came  to  the  main  door 
to   say   goodbye,   when  he 


came  to  Michael  and  I  signed 
that  he  should  give  him  a 
hug,  he  did  and  we  turned 
away  hoping  no  one  would 
see  our  watery  eyes. 

Extended  Family 

Since  the  meeting  Michael 
has  kept  in  touch  through 
postcards,  and  has  recently 
visited  Karl  on  his  own,  call- 
ing in  on  us  for  lunch  en- 
route.  It  is  a  happy  situation, 
I  suddenly  feel  I  have  an  ex- 
tended family,  and  Karl  has 
yet  to  meet  his  three 
nephews  and  niece. 

Mollie  Francis 


Karl  meets  his  twin  brother,  Michael,  tor  the  first  time 
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Training  and  Consultancy  Service, 

Sense  West 


OCTOBER 

4th    Deafblind  Awareness  Day 

Course  providers:  Jenny  Fletcher  and  Mary  Foster 
Venue:  Bristol  Family  Centre 

10th  The  Use  of  Aromatherapy  and  Massage  with  People  with  Multi-Sensory 
Impairment  (stage  2) 

Course  Provider:  Mary  Foster 

Venue:  Princess  Royal  Centre,  Birmingham 

19th  Hearing  and  the  Deafblind  Person 

Course  Provider:  Jenny  Fletcher 

Venue:  Princess  Royal  Centre,  Birmingham 

NOVEMBER 

7th    "Make  it  Yourself"  Play  Equipment  for  the  Multi-Sensory  Impaired 

Course  Provider:  Barbara  Edwards 

Venue:  Princess  Royal  Centre,  Birmingham 

8th    Tactile  Defensive  Activities  to  Encourage  Use  of  Touch 

Course  Provider:  Jenny  Fletcher 

Venue:  Princess  Royal  Centre,  Birmingham 

13th-17th       Introduction  to  Working  with  People  with  Multi-Sensory  Impairment 

Venue:  Princess  Royal  Centre,  Birmingham 

23rd  Expressive  Curriculum  for  Deafblind  Individuals 

Course  Provider:  Mary  Foster 

Venue:  Princess  Royal  Centre,  Birmingham 

28th  Sexual  Development 

Course  Provider:  Virginia  Von  Malachowski 
Venue:  Princess  Royal  Centre,  Birmingham 

DECEMBER 

5th     Education  Programmes  for  Deafblind  Individuals 

Course  Provider:  Mary  Foster 

Venue:  Princess  Royal  Centre,  Birmingham 

For  further  information  please  contact: 

Krystyna  Cieslik,  Sense  West,  Princess  Royal  Centre, 

4  Church  Road,  Fdgbaston,  Birmingham  B15  3TD 

Tel:  0121-456  1564 
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Sense  Cymru 
Forum  Agenda 

Following  the  successful  Seminars  which  Sense 
Cymru  organised  in  March  (Developing  Services 
for  Deafblind  People  in  Wales),  Sense  Cymru  will 
be  holding  Forums  at  varying  venues,  for 
professionals,  deafblind  people  and  their  families, 
and  local  people  interested  in  our  work.  The  first 
of  these  Seminars  will  be  in  October.  You  are 
welcome  to  attend  either  Seminar.  Please  pass  on 
the  information  to  interested  colleagues. 

12th  October  1995  -  North  Wales 

Venue:  School  Hall,  Bryn  Glas  School  for  Deaf 
Children,  Clayton  Road,  Mold,  Clwyd 
CH7  1SU 

16th  October  1995  -  South  Wales 

Venue:  Committee  Room  2,  County  Hall, 
Swansea,  West  Glamorgan 

To  book  your  place,  contact 

June  Hoy,  Development  Officer, 

Sense  Cymru, 

20  Newport  Road,  Cardiff  CF2  1YB 

Tel:  01222-457641 
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Learning  through  play  with  your 
visually  impaired  child 


as  tor 


Play  it  my  Way  contains  a  wealth  of  ide 
parents  who  arc-  bringing  up  a 
visually  impaired  child.  The 
activities  suggested  are  easy  to 
<  arry  out  at  home;  many 
encourage  imaginative  use  ol 
everyday  items  to  help 
visually  impaired  children 
find  out  more  about  the 
world  about  them.  The  hook 
is  also  a  valuable  resourc  e  for 
tea<  hers,  play  leaders,  ( lassroom 
assist, mts,  and  health  professionals 
working  with  <  hildren  who  have 
impaired  vision. 


Published  by  HMSOfor  RNIB  June  1995 

125  pages  with  line  illustrations 

ISBN  Oil  701676  4    Paperback    £9.95 

Available  from  all  good  booksellers,  HMSO  Bookshops  and  Agents 

(see  Yellow  Pages),  Credit  card  order*  - 

Tel:  0171473  9090  Fax  oni-HTl  S2tH). 


The  Impact  of  Sensory 

Impairment  on  People  with 

Learning  Disabilities 

A  series  of  three  practical  workshops  for  staff  working 
with  adults  in  day  and  residential  settings.  It  draws  on 
Sense's  experience  of  working  with  young  adults  in  the 
community  as  well  as  in  Sense  Centres. 

Programme  includes: 

•  an  introduction  to  sensory  impairment  and  its  influ- 
ence on  development 

•  assessment  issues 

•  aspects  of  behaviour  related  to  sensory  impairment 

•  developing  physical   confidence,   manual    abilities, 
mobility  and  life  skills,  using  community  facilities 

•  approaches  to  developing  communication 

Tutor:  Anne  de  Voil,  Training  and  Advice  Consultant 

In  London: 
17  January,  14  February,  and  13  March  1996 

In  Leicester: 

6  February,  27  February  and  19  March  1996 

Cost:  £40.00  per  day  OR  £115  per  series 

Further  details  from 

Nicola  Gaches,  Sense  East,  72  Church  Street,  Market 

Deeping,  PE6  8AL 

Tel:  01778-344921 


Whitefield 
Conferences 

Sharing  Good  Practice  in  the  Field 
of  Multi-Sensory  Impairment 

Whitefield  Schools  and  Centre, 

Macdonald  Road,  London  E17  4AZ 

Tuesday  31st  October  1995 

Speakers: 

Jayne  Eyre 
The  Carnbooth  Approach 

Liz  Hodges 

A  Perspective  on  the 

Zagorsk  School  -  Russia 

Plus 

Afternoon  Workshop  Sessions  led  by 

Experienced  Practitioners 

for  further  details  please  contact: 
Mrs  Catherine  Theobald 

Whitefield  Schools  and  Centre 

Tel:  018 1-53 1  3426"  Fax:0181-527  0907 
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REGIONAL  OFFICES 
AND  CENTRES 

Sense  East: 

The  Manor  House,  72  Church 

Street,  Market  Deeping, 

Peterborough  PE6  SAL. 

Tel:  01778-344921, 

Fax:  01778-380078. 

Regional  Director:  Da\id  Ford 

Sense  West-Midlands: 

The  Princess  Roval  Centre, 
4  Church  Road,  Edgbaston, 
Birmingham  B15  3TD. 
Tel:  0121-456  1564, 
Fax:  0121-452  1656. 
Regional  Director:  John  Hatton 

Sense  West-South  West: 
71-73  Queen  Street,  Newton 
Abbot,  Devon  TQ12  2AU. 
Tel:  01626-64079, 
Fax:  01626-332540. 
Regional  Development  Manager: 
Peter  Holman 

.Sense  South  East: 

Anne  Wall  Centre,  12  Hyde 

Close,  London  EN5  5TJ. 

Tel:  0181-449  0964, 

Fax:  0181-364  8083. 

Regional  Director: 

Hilary  Crowhurst 

Sense  Trading: 

Unit  2,  Murray  Business  Centre, 
Murray  Road,  Orpington,  Kent 
BR5  3RE.  Tel:  01689-87030. 
Head  of  Trading:  Adrian  Barker 

Finance  Centre: 

122  Westgate,  Wakefield, 

W.  Yorks  WF1  1XP. 

Tel:/Minicom:  01924-298000 

Director  of  Finance:  Derek  Pernak 

FAMILY  /  EDUCATIONAL 
SUPPORT 

The  Family  Centre: 

S6  Cleveland  Road,  Ealing, 

London  W13  0HE. 

Tel:  0181-991  0513. 
Principal:  Lindy  Wyman 

The  Birmingham 

Family  Centre: 

4  Church  Road,  Edgbaston, 

Birmingham  B15  3TD. 

Tel  0121-456  1564. 

Head  of  Centre:  Jenny  Fletcher 
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The  Family  Resource  Centre: 

15  Newark  Drive,  Pollokshields, 

Glasgow  G41  4QB. 

Tel:  0141-424  3222. 

Principal  Officer:  Linda  Annan 

Woodside  Family  Centre: 

Woodside  Road,  Kingswood, 

Bristol  BS15  2DG. 

Tel:  01272-670008. 

Centre  Manager:  Cathie  Godfrey 

Day  Services: 

Unit  5,  Claremont  Centre, 

39  Durham  Street,  Glasgow 
G41  IBS.  Tel:  0141-427  9741. 
Head  of  Day  Services:  Paul  Hart 

Sense  East  Educational 
Consultancy: 

The  Manor  House, 
72  Church  Street,  Market 
Deeping,  Peterborough 
PE6  8AL.  Tel:  01778-344921. 
Contact:  Denise  Ford 

Sense  East  Outreach  Services: 

8  West  Parade,  Lincoln  LX1  1JT. 
Tel:  01522-576770, 
Fax:  01522-576775. 
Contact:  Moira  Barrett 

South  West: 

Roval  West  of  England  School 
for  the  Deaf,  50  Topsham  Road, 
Exeter  EX2  4NF. 
Tel:  01392-72692. 

Advisor  Teacher:  Phillipa  Clark 

AFFILIATED 
ORGANISATION 

The  Anne  Sullivan  Foundation 
for  Deafblind: 

40  Lower  Drumcondra  Road, 
Dublin  9,  Ireland. 
Tel/Fax:  0001-8300562. 
Contact:  Ray  McLoughlin 

See  inside  front  cover  for 
main  office  addresses 


BRANCH 
CONTACTS 

Avon  Parents  Resource: 

Derek  and  Mandie  Lewis, 

74  Pendennis  Park,  Brislington, 

Bristol  BS4  4PN 

East  Anglia  Branch: 

Tracev  Good,  15  Upgate,  Louth, 
Lines  LN11  9ER 

East  Midlands  Branch: 

Hazel  Mclntyre,  Badgers, 
Hodgetoft  Lane,  Maltby-Le- 
Marsh,  Alford,  Lines  LN13  0JR 

Kent  Branch: 

Sue  Turner,  Spring  Grove, 
Goudhurst  Road,  Marden, 
Tonbridge,  Kent 
TN12  9NW 

London  West  Branch: 

Josie  Connollv,  299  West  End 
Road,  South  Ruislip,  HA4  6QS. 
Tel:  0181-841  2374 

Midlands  Branch: 

Margaret  Beattie,  82  Hinckley 
Road,  Walsgrave,  Coventrv 
CV2  2EU.  Tel:  01203-616962 

Norfolk  Branch: 
Anne  FitzPatrick,  38  Pelham 
Road,  Norwich,  Norfolk 
NR3  3NG 

Northern  Ireland  Branch: 

Muriel  Mathers,  11  The  Coaches, 
Brown  Brae,  Croft  Road, 
Holywood  BT18  OLE. 

Tel:  01232-421475 

North  West  Branch: 

Brenda  Carter,  3  The  Briars, 
Eccleston,  Chrolev,  Lanes 
P27  SUB.  Tel:  01257-541920 

Nottingham  Branch: 
Alison  Armes,  The  Willows, 
142  Main  Rd,  Watnell,  Notts 
NG16  1HA 

Sense  Cymru  Branch: 
Hazel  Benjamin,  8  Forest  Mew, 
Cimla,  Neath,  West  Glamorgan 
SA11  3RS.  Tel:  01639-637115 

South  West  Branch: 

Mary  Holman,  13a  Powderham 
Road,  Newton  Abbot,  Devon 
TQ121EV  Tel:  01626-69278 

Yorkshire  Branch: 

Pat  Machin,  10  Mayfield 
Avenue,  Bailiffe  Bridge, 
Brighouse,  W.  Yorks  HD6  4EF. 
Tel:  01484-718226 
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From  the  editor... 

Another  year  gone  and  Talking  Sense  is  looking  and  sounding  dif- 
ferent. 1996  saw  more  focus  on  developing  features  and  our  last  issue 
saw  the  inclusion  of  Newsleaf .  I  hope  that  you  agree  that  its  addition 
has  added  substance,  life  and  experience  to  our  magazine.  But  the  evo- 
lution of  Talking  Sense  has  not  stopped  yet.  More  changes  are  in  store. 
1997  will  see  a  continued  development  of  features  and  new  sections 
for  the  magazine.  We  also  hope  to  encourage  all  of  our  readers  to  be 
more  involved  and  participate  in  the  debates  that  are  aired  in  features 
and  news.  Finally,  Talking  Sense  will  also  change  its  look. 
All  these  changes  will  hopefully  provide  you  with  information;  it  will  be  a  place  where 
you  will  share  experiences  and  opinions  and  it  will  become  a  living  debate.  It  is  the  same 
sharing  of  information  and  experiences  and  support  on  which  Sense  was  founded  42  years 
ago.  We  will  be  contacting  you  periodically  to  ask  you  what  you  think  of  the  changes  and 
what  you  would  like  to  see. 

Access  to  information  is  key  to  much  of  Sense's  work  and  will  no  doubt  continue  to  be  a 
popular  topic  for  this  magazine.  The  articles  in  this  feature  can  in  no  way  be  considered  a 
full  reflection  of  the  debate  but  will  hopefully  offer  some  significant  additions  to  the  much 
wider  debate. 

Talking  Sense  is  available  on  request  in  large  print,  braille  and  if  there  is  market  for  it,  on 
tape.  Please  contact  the  Communications  Department  if  you  would  like  to  receive  your 
copy  in  one  of  these  formats. 

Sarah  Talbot-Williams 
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NEWS 


Woodside  Family  Centre 
welcomes  Princess 


Families  and  staff  gave  a  warm  welcome  to  HRH  The 
Princess  Royal  when  she  visited  the  Woodside  Family 
Centre  on  23  January.  Preparations  had  been  underway  since 
Christmas  to  decorate  the  Centre  for  this  special  occasion. 


The  Chinese  New  Year 
was  chosen  as  the  theme  and 
the  Centre  looked  brilliant 
with  a  mixture  of  red  and 
yellow  taking  prominence 
and  lots  of  lovely  photo- 
graphic displays,  fans,  para- 
sols and  lanterns  decorating 
the  rooms. 

We  showed  the  Princess 
around  the  Centre  and  she 
saw  the  work  we  do  with  our 
children  in  the  different  en- 
vironments created  in  each 
room.  We  sang  songs  in  our 
Creche  and  entertained  her 
with  a  spectacular  Dragon 
Dance.  We  all  wore  red  and 


black  to  keep  a  colour  theme 
throughout  the  Centre.  The 
Princess  was  extremely  in- 
terested in  the  work  we  do  at 
Woodside  and  took  time  to 
meet  all  the  children  and 
families.  A  more  formal  re- 
ception was  held  in  our  Toy 
Library  room  where  The 
Princess  unveiled  a  com- 
memorative plaque  follow- 
ing a  welcome  speech  from 
Jessica  Hills.  Mandie  Lewis 
then  gave  an  excellent 
speech  outlining  our  plans 
and  aspirations  for  the  fu- 
ture. The  Princess  chatted 
with  guests  before  leaving 
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Princess  Anne  meets  the  Children  at  Woodside 


Chef  Rob  Rees,  who  cooked  the  Chinese  banquet,  meets  the  families 


for  her  next  engagement  - 
we  then  tucked  into  a  sump- 
tuous Chinese  buffet. 

The  visit  meant  a  lot  to  the 
families  and  staff.  It  was  a 
real  team  effort  getting  the 
Centre  ready  and  taking  part 
on  the  day.  There  was  good 
feeling  and  excitement  in  the 
air  throughout.  The  visit  was 
extremely  beneficial  to  the 
Centre  generating  a  huge 
amount  of  publicity  and 
media  coverage  locally. 
There  was  also  a  great  deal  of 
interest   on   local   TV   and 


radio  stations  both  before- 
hand and  on  the  day.  We  cer- 
tainly increased  awareness  of 
Sense  dramatically  in  the 
Bristol  area.  It  was  also  a 
wonderful  opportunity  to 
invite  heads  of  local  author- 
ities (Social  Services, 
Education  and  Health)  and 
local  MPs,  and  to  let  them 
know  our  needs  and  plans. 
We  appeared  to  gain  a  lot  of 
support  from  everyone  who 
came  along. 

Cathie  Godfrey 
Centre  Manager 


The  Deafblind  Person  in  the  Community 


More  than  60  people  at- 
tended a  conference  on  "The 
Deafblind  Person  in  the 
Community"  held  on  4th 
December  at  The  Griffin 
Hotel  in  Leeds.  The  event 
was  a  joint  venture  organ- 
ised by  Sense  North  and  the 
two  parents  branches  from 
the  Northern  region. 

The  day  was  chaired  by 
Dave  Harker,  Managing 
Director  of  Sense. 

Keynote  speaker  for  the 
morning  session  was 
Malcolm  Mathews,  Director 
of  Policy  and  National 
Services  for  Sense  who  pre- 


sented an  overview  of  the  de- 
velopment of  services  for 
deafblind  people  over  the 
past  20  years  or  so,  using  the 
relevant  legislation  and  re- 
ports as  his  framework. 

In  the  afternoon,  Elizabeth 
Cannon,  an  Usher  advocate 
from  Hartlepool  Social 
Services,  spoke  movingly 
and  well  about  the  causes 
and  consequences  of  Usher 
syndrome. 

There  were  also  valuable 
contributions  from  Peter  Kay 
of  Bradford  Social  Services, 
Jane  Filtness,  Senior 
Educational   Psychologist 


from  Bradford,  Brenda  and 
Jack  Carter,  from  Sense 
North-West  branch  and  Liz 
Duncan,  Care  Development 
Officer  for  Sense.  At  the  end 
of  the  day,  Bob  Snow,  Head 
of  Development  for  Sense 
North  spoke  about  plans  for 
the  development  of  the  re- 
gion. 

Conference  delegates 
came  from  all  over  the  North 
region  and  from  a  range  of 
professional  and  involved 
backgrounds.  All  of  the  del- 
egates who  completed  eval- 
uation forms  were  pleased 
with  the  day. 


This  was  the  first  Sense 
North  Branches  sponsored 
conference  and  special 
thanks  must  go  to  Pat 
Machin,  secretary  of  the 
Yorkshire  Branch,  who  con- 
ceived the  idea  and  worked 
harder  than  anyone  else  to 
make  sure  that  it  happened. 

Many  valuable  lessons 
were  learnt  which  will  be  put 
into  effect  when  we  have  our 
next  conference  -  in  the 
north-west  of  the  region, 
next  year! 

Bob  Snow 
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Environmentally 
friendly  Sense! 

A  group  of  Sense  East  students  were  looking  for  an  inter- 
esting project  to  undertake  -  one  which  would  cater  for  pro- 
foundly deaf  and  visually  impaired  young  adults  with 
learning  difficulties.  Needs  and  abilities  varied  greatly 
within  the  group,  and  after  much  discussion  we  decided  to 
approach  the  rangers  at  our  local  country  park  with  a  view 
to  carrying  out  weekly  maintenance  tasks,  under  their  guid- 
ance. One  of  the  rangers  we  approached  was  particularly 
encouraging,  and  arranged  to  meet  us  at  a  hazelwood  plan- 
tation in  the  park,  on  the  following  Monday. 
Upon  arrival,  we  were  im-       alised  we  both  could,  and 


^ 


mediatelv  handed  some  fe- 
rocious looking  long-han- 
dled secateurs,  and  it  was 
suggested  that  we  should 
start  'coppicing'.  After  ex- 
changing some  slightly  wor- 
ried glances,  we  decided  that 
if  the  students  were  game, 
then  so  were  we.  The  ranger 
demonstrated  how  to  cut  the 
saplings  back  to  the  ground 
so  they  would  grow  thicker 
and  straighter  the  following 
year.  We  worked  with  each 
student  individually,  until 
we  were  sure  they  were 
'safe'and  knew  what  to  do. 
We  then  drew  back  and 
watched  from  a  distance! 
The  students  who  were  not 
quite  so  'physically'  able, 
helped  to  carry  the  saplings 
over  to  the  truck,  after  sepa- 
rating the  thicker  ones  from 
the  thinner  ones.  We  then  all 
helped  to  load  the  truck. 
After  a  few  Mondays,  the 
students  had  stripped  the 
copse  bare,  and  the  ranger 
was  very  impressed  with 
their  work. 
By  this  time  the  ranger  re- 


would  attempt  just  about 
anything  he  asked,  and  that 
he  had  an  enthusiastic,  avail- 
able workforce.  Over  the 
course  of  the  term,  we  pro- 
ceeded to  clear  leaves  from 
pathways,  rake  and  bundle 
cut  meadow  grass  and  lay 
bark  paths.  Future  plans  in- 
clude planting  shrubs  and 
bulbs,  and  creosoting  seating 
areas. 

The  beauty  of  this  project 
is  that  all  the  students  have 
been  totally  involved,  re- 
gardless of  their  disabilities. 

Also  the  learning  experi- 
ence has  a  purpose  and  an 
end  result  which  the  stu- 
dents are  aware  of. 

We  have  worked  with  a 
number  of  different  rangers 
in  the  park,  and  our  reputa- 
tion is  such  that  they  are  now 
requesting  to  work  with  us! 
-  with  the  result  that  some 
weeks  two  or  three  rangers 
have  turned  up!  They  have 
expressed  surprise  at  the 
quality  of  the  work  they 
have  seen  and  have  said 
they  had  no  idea  how  much 
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Miriam  Daley 

people  with  a  sensory  im- 
pairment could  do. 

Our  project  has  proved  a 
useful  two-way  learning  ex- 
perience,  from   which  the 


students,  the  rangers  and 
the  public  have  benefitted. 
Who  could  ask  for  more? 

Janet  McNeill 
Jane  Gibson 


Sense  North  opens 
first  home 


Valeric  Cotton 


Sense  North  opened  its  first 
group  home  in  November. 
This  is  the  start  of  a  series  of 
developments  in  Leeds, 
which  will  see  the  opening 
of  two  further  homes  dur- 
ing 1997  and  a  day  services 
building  the  following  year. 

The  house  at  138  Bradford 
Road  is  the  new  home  for 
three  ladies  who  have  been 
living  for  many  years  at 
Meanwood  Park  Hospital  in 
Leeds. 

Refurbishment  work  at  the 
house  started  in  the  summer 
and  Brenda,  Christine  and 
Hannah  have  been  involved 
in  making  sure  that  the  dec- 
oration and  contents  of  the 
house  are  just  what  they 
want  as  they  start  this  new 
stage  in  their  lives. 

The  builders  finished  at 
the  end  of  October  and  a 
frenzied  period  of  furnish- 
ing, registering  and  staff 
training  culminated  in  mid- 
November,  when  the  ladies 
were  able  to  move  in  at  last. 

Life  is  still  strange  at  the 
moment  but  we  are  sure  that 


once  everyone  is  settled,  a 
whole  new  world  of  possi- 
bilities will  open  up. 

All  of  the  staff  at  138  are 
new  to  Sense  North  although 
the  Leeds  projects  are  man- 
aged by  Karl  Shore  who  is 
also  responsible  for  the 
Rotherham  services.  We 
hope  that  this  link  will  de- 
velop as  the  residential  ser- 
vices in  Leeds  grow. 

This  house  and  the  next 
one  which  opens  in  March 
are  part  of  the  Meanwood 
Park  resettlement  process. 
The  third  house,  for  five  peo- 
ple, opening  in  Leeds  to- 
wards the  end  of  this  year,  is 
a  Sense  project  in  partner- 
ship with  the  Unity  Housing 
Association.  If  you  would 
like  details  about  vacancies 
and  the  referral  process,  con- 
tact Rachel  Jefferson,  Sense 
North  Regional  Advisory 
Officer  at  Melton  House,  99 
Gerard  Road,  Moorgate, 
Rotherham  S60  2PN. 
Tel/Minicom:  01709  371448 
Fax:01709  382833. 


4  ■  lalhny  Seme  ■  Spring  1 997 


41k 


NEWS  IN  BRIEF 


News  in  brief 

News  from  the  London  and 
South  East  Region 


As  from  1st  January  1997 
David  Brown,  who  was 
Deputy  Head,  became  Head 
of  the  Family  Centre  in 
Ealing. 

Lindy  Wyman  has  taken 
on  a  new  role  and  is  respon- 
sible for  co-ordinating  ser- 
vices across  the  region  which 
involve  the  Regional 
Advisory  Service,   training 


and  outreach  services  for 
children  and  adults. 

The  work  at  the  Family 
Centre  will  continue  to  be  fo- 
cused on  children  aged  0-7  as 
well  as  the  provision  of  train- 
ing for  involved  co-workers. 
Lindy  will  be  based  at  Sense 
South  East's  regional  office  in 
Norbiton. 


British  Sign  Language  on  CD  Rom... 

A  new  CD  Rom  containing  over  3,500  signs  and  30  hours  of 
video  clips,  has  been  launched  to  teach  people  about  British 
Sign  Language.  For  further  details  contact  Micro  Books  at  42 
Beverley  Road,  Sunbury-on-Thames,  Middlesex,  TW16  6NG, 
Tel:  01932  882282,  Fax:  01932  882283. 

Essex  Branch  donated  Phillips  Dictating 
Machine 

Following  a  successful  radio  appeal,  the  Essex  Branch  are  the 
happy  owners  of  a  super  new  Phillips  Dictating  Machine.  The 
machine  was  donated  by  Paul  Lockyar,  Phillips'  generous 
Business  Development  Manager. 

New  Minicom  Service  for  NSPCC  Child 
Protection  Helpline... 

The  NSPCC's  free  24  hour  Child  Protection  Helpline,  which 
provides  counselling,  information  and  advice  to  anyone  con- 
cerned about  a  child  at  risk  of  abuse  will  be  available  on  mini- 
com from  May  97.  Details  of  the  number  when  it  becomes 
available. 

Cerebral  Palsy:  Problems  and  Practice 

By  Margaret  Griffiths  and  Mary  Clegg,  has  been  updated  to 
include  new  therapies  and  findings  about  cerebral  palsy.  For 
further  information  contact  Souvenir  Press,  43  Great  Russell 
Street,  London  WC1B  3PA,  Tel:  0171-580-9307. 

Communication  Works  1997 

Details  of  training  courses  in  sensory  loss  awareness,  com- 
munication skills  and  a  wide  range  of  related  issues  are  avail- 
able on  Tel:  01494  439222,  Minicom:  01494  439933,  Fax:  01494 
439444. 

Parents  at  Work 

A  campaign  has  been  launched  to  support  working  parents 
of  children  with  disabilities  and  special  needs.  If  you  would 
like  to  link  up  with  other  working  parents,  or  receive  Parent 
at  Work's  Newsletter  'Waving  Not  Drowning'  contact  Janet 
Mearns  at  45  Beech  Street,  London  EC2Y  8AD,  Tel:  0171  588 
0802,  Fax  0171  628  3591. 


David  Brown, 
Head  of  the 
Ealing  Family 
Centre 

Travel  Help  for  People  with  Disabilities... 

Virgin  Crosscountry,  the  operator  of  long  distance  services 
linking  many  parts  of  Britain  is  launching  a  new  JourneyCare 
reservation  service  to  assist  anyone  who  has  special  needs  or 
requires  extra  help  with  their  journey.  People  who  are  par- 
tially sighted  or  blind,  wheelchair  users  or  simply  anyone  who 
needs  a  helping  hand  can  arrange  assistance  by  calling  0345 
443366.  A  minicom  service  is  also  available  by  calling  0345 
443367. 

BT  introduce  text  payphones... 

British  Telecom  have  introduced  a  number  of  text  payphones 
nationwide,  for  people  with  hearing  or  speech  difficulties  who 
want  to  make  phone  calls  while  on  the  move.  A  keyboard  and 
display  will  replace  the  conventional  handset  in  a  sliding 
drawer.  You  can  call  another  text  phone  directly,  or  if  your 
call  is  to  a  hearing  person  your  conversation  can  be  relayed 
in  Typetalk.  Text  payphones  can  be  found  at  many  British  Rail 
main  stations,  the  major  airports,  some  city  centres  and  some 
other  locations.  For  full  details  telephone  0800  243123. 

RADAR  launches  new  holiday  guide- 
Radar,  the  Royal  Association  for  Disability  and  Rehabilitation, 
has  collaborated  with  the  Holiday  Care  Service  and  the 
National  Tourist  Boards  to  publish  "Accessible  Holidays  in  the 
British  Isles  1997  -  A  Guide  for  Disabled  People."  It  is  available 
from  RADAR,  12  City  Forum,  250  City  Road,  London  EC1V 
8AF.  Price  £7.00  including  postage. 


NATIONAL  MARITIME  MUSEUM 

Programme  of  Sign-interpreted  Talks  1997 
Henry  VIII  at  Greenwich 

Sunday  February  9th 

11.15  in  the  Queen's  House  (Age  12+) 

Set  '97:  Astronomy  Day 

Planetarium  Show:  The  Skies  of  Spring 

An  Introduction  to  the  Greenwich  Telescopes 

Flamsteed 

Saturday  March  15th 

With  Nelson  at  Trafalgar 

Sunday  July  27th 
11.15  in  the  Queen's  House  (Age  7  +  ) 

The  Master  Builders  of  Greenwich 

Sunday  September  14th 
11.15  Meet  outside  the  Queen's  House  (Age  12  +  ) 
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Thorn  Park  has  a  Royal  visitor! 


The  27th  of  November  1996  was  a  big  day  for  the  pupils  and 
staff  of  Thorn  Park  School  in  Bradford.  They  were  expect- 
ing a  visit  from  HRH  The  Princess  Royal.  For  weeks  be- 
forehand ideas  had  been  discussed  and  plans  made,  to  make 
sure  that  the  Princess  had  the  opportunity  to  see  all  the  ex- 
citing work  that  takes  place  in  the  school  every  day  with 
its  hearing  impaired  and  deafblind  pupils. 


Thorn  Park  School  offers  a 
specialist  education  to  deaf 
children  and  has  an  estab- 
lished resources  classroom 
for  deafblind  and  multi-sen- 
son-  impaired  children  with 
a  qualified  teacher  in  charge. 
The  school  played  an  impor- 
tant part  in  the  recent  GEST 
Project  on  "Developing  re- 
gional provision  for  deaf- 
blind children",  as  Bradford 
was  the  lead  authority  in  the 
successful  partnership  be- 
tween the  local  education  au- 
thorities Bradford,  Kirklees 
and  Calderdale.  Staff  in  the 
schools  throughout  the  three 
authorities  worked  tirelessly, 
and  with  enormous  enthusi- 
asm and  commitment,  to 
pool  their  wide  range  of  pro- 
fessional skills  in  order  to 
broaden  the  support  and  re- 
sources available  to  children 
who  are  multi-sensory  im- 
paired   in    this    part    of 


Yorkshire. 

In  spite  of  ice  and  snow  all 
around,  the  Royal  party  ar- 
rived on  time  to  be  greeted 
by  Headteacher,  Malcolm 
Gordon  and  Christine  Roche 
his  Deputy  Head.  The 
Princess  visited  the  nursery 
where  she  was  able  to  meet 
families  and  children  who 
are  starting  their  school  ca- 
reer by  learning  and  having 
fun  at  the  same  time.  A  sign 
language  class  was  taking 
place  in  another  part  of  the 
school,  with  deaf 
teachers /instructors  practis- 
ing new  skills  with  parents 
who,  in  turn,  will  use  them  to 
communicate  with  their 
hearing  impaired  children. 
The  Princess's  party  was 
very  impressed  by  the  sci- 
ence class  where  G.C.S.E. 
experiments  were  being  con- 
ducted and  in  the  Art  Room 
they  were  treated  to  an  op- 


portunity to  view  children 
making  vivid  batiks  using 
hot  wax  and  fabric.  Of  course 
all  the  children  were  thrilled 
to  meet  the  visitors  to  the 
school  and  the  industry  and 
application  they  demon- 
strated reflected  their  enthu- 
siasm for  school  life. 

In  the  classroom  for  deaf- 
blind children  the  Princess 
spent  time  with  Psychologist 
Jane  Filtness  and  specialist 
teachers  Jenny  Jones  and 
Judy  Oldby  to  learn  about 
the  specialist  programmes 
that  the  children  follow. 

Before  leaving,  the 
Princess  delighted  everyone 
by  presenting  the  Oscar 
Myers    Award    to    Alan 


The  Princess  Royal 
meets  Naheed  Aktar 
in  the  art  room 

Sherliker.  Alan  had  travelled 
from  his  home  near 
Birmingham  to  receive  the 
award  which  is  given  annu- 
ally to  an  educator  who  has 
made  a  significant  contribu- 
tion to  the  field  of  deafblind 
education.  Alan  has  recently 
retired  after  a  lifetime  of 
commitment  to  children  of 
all  ages  with  special  educa- 
tional needs,  and  in  particu- 
lar with  sensory  impair- 
ments. Despite  being  "offi- 
cially retired",  Alan  contin- 
ues to  support  the  educa- 
tional work  of  children  (in 
the  West  Midlands)  who  are 
deafblind  and  multi-senso- 
ry-impaired. 


Education  events  and  resources  round  up 

This  section  is  a  brief  guide  to  some  of  the  new  publications  and  planned  events  of  other  organisations  whose  work  has 
some  link  with  educational  and  other  needs  of  children  and  young  people  with  multi-sensory  impairments. 


Publications 

Many  Talking  Sense  readers 
will  know  the  Advisory 
Centre  for  Education  and 
their  publications  already. 
However  you  may  be  inter- 
ested to  know  that  ACE 
have  recently  revised  their 
Special  Education  Hand- 
book releasing  a  7th  edition. 
This  is  an  updated  version 
of  a  very  useful  and  accessi- 
ble guide  to  the  legislation 
rding  provision  for 
pupils  with  special  educa- 
tional needs  including  the  as- 
sessment and  statement 
■  ss.  The  guide,  which 
may  be  relevant  to  both  par- 
ents and  professionals,  costs 
£8.00  for  information  and  a 
publications  list,  please  COT 
ACE,   IB   Aberdeen 


Studios,  22  Highbury  Grove, 
London,  N5  2DQ,  Tel:  0171 
354  8318,  Fax:  0171  354  9069. 

Network  81  have  published 
a  3rd  edition  of  their  guide 
for  parents  -  "Statements 
Handbook". 

It  has  been  revised  and  up- 
dated to  include  reference  to 
the  1996  Education  Act.  It 
costs  £5.00  -  for  further  in- 
formation please  contact 
Network  81,  1-7  Woodfield 
Terrace,  Stansted,  Essex 
CM24  8AJ.  Tel:  01279  647415. 

The  Centre  for  Studies  on 
Inclusive  Education  have 
sent  us  details  of  their  new 
free  leaflets: 

•  Inclusive  Further  Educa- 
tion -  CSIE  Summary  of  the 
fomlinson  Report 

•  1 996  News  Digest  -  CSIE 


newspaper  and  journal  cut- 
tings re.  inclusive  education 
•  Useful  Addresses  -  new 
CSIE  list  of  names,  address- 
es and  telephone  numbers  of 
useful  organisations  and 
government  departments. 

All  can  be  requested  by 
writing  enclosing  an  A4  SAE 
with  two  1  st  class  stamps  to: 
CSIE,  1  Redland  Close,  Elm 
Lane,  Redland,  Bristol  BS6 
6UE. 

Events 

We  have  received  informa- 
tion about  a  number  of  forth- 
coming events  that  may  be  of 
interest  to  readers: 
6-7th  March 

Partnership:  From  Theory  to 
Practice  -  A  National  Conf- 
erence  to   Promote   Good 


Practice  in  Child  Disability 
Services. 

Eastbourne  &  County 
Healthcare  in  association 
with  NCB  and  BILD.  Venue: 
Eastbourne.  Cost:  £156. 

For  further  information 
contact:  Pamela  Manfield, 
CNS,  Woodside,  The  Drive, 
Hellingly,  Hailsham,  East 
Sussex,  BN27  4ER. 

Tel:  01323  440022,  x3169. 
11th  March  Challenging 
Behaviours   -   Practical 
Approaches  to  Incidents. 

NASEN.  Cost  £55-£75. 

For  further  information 
contact:  Symposium  Office, 
Institute  of  Obstetrics  & 
Gynaecology,  Queen  Char- 
lotte's &  Chelsea  Hospital, 
London  W6. 

Roisin  McEvoy 

Assistant  Education  Officer 
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Campaign  report 

Before  the  close  of  last  year  I  had  the  pleasure  of  present- 
ing my  1997  work  programme  to  the  Sense  Council.  "You 
have  an  amazing  capacity  to  recall  details  of  individuals  and 
events,  or  should  I  say,  trivia"  said  one  Sense  council  mem- 
ber. I  wasn't  sure  if  this  was  a  compliment  or  not  at  the  time, 
but  I  now  realise  that  an  ability  to  remember  minute  de- 
tails about  individuals  and  their  circumstances  can  be  a  use- 
ful campaigning  asset.  Really  my  job  is  about  using  other 
people's  specialist  knowledge  and  experiences  as  a  basis 
upon  which  to  campaign. 


Taking  the  societies 
to  task 

For  example,  the  last  thing  I 
imagined  doing  at  Sense  was 
spending  time  analysing  the 
law  of  qualified  investors' 
rights  in  the  conversions  of 
building  societies  from  mu- 
tual to  PLC  status.  But  when 
I  learned  that  at  least  71  of 
220  Sense  residential  service 
users  stood  to  lose  out  col- 
lectively on  £80,000,  because 
of  discrimination  against  dis- 
abled second  joint-account 
holders  by  the  Halifax  and 
the  Woolwich,  my  interest 
was  caught.  Before  you 
could  say  "qualifying  first 
joint-account  holder"  I  was 
being  interviewed  on  a  BBC 
Radio  Norfolk  phone-in  and 
my  telephone  number  was 
released  throughout  East 
Anglia.  Within  3  minutes  I 
had  a  batch  of  callers  telling 
me  how  badly  they  were 
being  treated  by  their  build- 
ing society. 

I  was  then  asked  by  the  of- 
fice of  Liz  Lynne  MP  to  join 
her  in  a  meeting  with  the 
Treasury  Minister,  Angela 
Knight  MP  to  express  Sense's 
concerns.  Maybe  as  a  result 
of  our  meeting,  a 
Conservative  MP,  Douglas 
French  introduced  a  10- 
minute  Rule  Bill  to  make  the 
societies  act  more  fairly.  This 
received  unanimous  support 
thanks  partly  to  Sense's  lob- 
bying. I  have  now  met  with 
the  Alliance  &  Leicester's 
Director  of  Corporate  Affairs 
to  discuss  ways  in  which  our 
organisations  could  lobby 
together  to  ensure  that  the 
Bill  is  given  time.  The  Bill 
now  has  a  good  chance  of  be- 
coming  law  before  the 
General  Election. 

One  important  campaign 
which  is  based  on  individual 


experience  has  been  con- 
ducted with  Usher  Services. 
Our  response  to  Alistair  Burt 
MP  (the  Minister  for 
Disabled  People,  who  said 
that  it  was  government  pol- 
icy that  deafblind  people  re- 
ceive the  highest  rate  of  the 
mobility  component  of  the 
Disability  Living  Allowance) 
was  to  provide  examples  of 
deafblind  individuals  who 
clearly  do  not  receive  this.  It 
seems  the  main  problem  for 
deafblind  people  (apart  from 
the  impossibility  of  filling  in 
the  form  in  the  first  place)  is 
that  the  new  audiological 
test  of  deafblindness  con- 
ducted in  a  controlled  envi- 
ronment (replacing  the  less 
sophisticated,  but  fairer 
"shout  test"  conducted  in  the 
street)  is  inaccurate  and  un- 
fair. 

Support  in  court 

I  was  pleased  to  give  a  pre- 
sentation about  this  project 
to  Usher  UK.  It  was  interest- 
ing to  learn  first  hand  about 
their  experiences  of  the  DLA 
(Disability  Living  Allow- 
ance). I  also  learned  through 
Usher  Services  of  a  deafblind 
man  who  received  inade- 
quate communication  sup- 
port when  he  went  to  court, 
even  though  he  asked  for 
support  in  advance.  You  may 
also  be  surprised  to  learn 
that  appellants  have  to  pro- 
vide and  pay  for  their  own 
communication  support  at 
DLA  Tribunals!  I  have  there- 
fore asked  Paul  Boateng  MP, 
the  Shadow  Parliamentary 
Secretary  to  the  Lord 
Chancellor's  Department,  to 
ask  how  many  courts  in 
England  and  Wales  provided 
induction  loop  facilities  and 
deafblind  communication 
support.  When  we  get  a  re- 
sponse, I  shall  be  working 


Richard  Jarman 

with  Paul  on  how  access  to 
justice  for  deafblind  people 
can  be  improved. 

I  understand  that  parents 
of  deafblind  children  have 
expressed  dissatisfaction 
about  the  way  in  which  di- 
agnosis of  their  child's  dis- 
ability was  communicated  to 
them.  Tessa  Jowell  MP,  a 
Shadow  Health  Minister,  is 
therefore  asking  what  steps 
the  Department  of  Health 
have  in  place  to  train  medical 
practioners  to  communicate 
a  diagnosis  sensitively  and  to 
refer  such  cases  to  the  ap- 
propriate specialist  services. 
This  will  also  provide  Sense 
with  information  for  its 
health  awareness  campaign 
later  this  year. 

Questions  in  the 
House 

Other  Sense  concerns  have 
been  championed  by  MPs 
and  Peers.  Sense  Northern 
Ireland's  concern  for  the  fu- 
ture of  Eden  Village, 
Carrickfergus  has  been 
picked  up  by  the  Rev.  Martin 
Smith  MP,  Ulster  Unionist 
Spokesperson  on  Health  and 
Social  Services.  Lord  Ashley 


of  Stoke  has  brought  the 
issue  of  deafblind  communi- 
cator guides  to  the  attention 
of  the  House  of  Lords. 
Sense's  long-standing  ally 
Alf  Morris  MP  stuck  to  his 
promise  to  "get  the  order 
paper  crammed  with  ques- 
tions on  deafblindness". 
Thanks  to  Alf  we  now  know 
from  the  Home  Office  that 
police  officers  receive  no 
training  in  how  to  commu- 
nicate and  make  contact  with 
deafblind  people.  I  also  as- 
sisted the  Voluntary 
Organisations  Disability 
Group  lobby  of  the  House  of 
Lords.  Our  efforts  have  paid 
off  and  the  Police  Bill  now  af- 
fords vulnerable  disabled 
adults  the  same  level  of  pro- 
tection from  the  risk  of  abuse 
as  it  gave  originally  to  chil- 
dren. 

All  these  issues  affect  the 
lives  of  people  who  are  deaf- 
blind but  it  is  only  by  work- 
ing with  you  that  I  can  gauge 
what  your  concerns  are  and 
plan  our  campaigns  accord- 
ingly. So  let  me  know. 

Richard  Jarman 

Parliamentary  & 

Public  Policy  Officer 
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IN  PARLIAMENT 
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You  decide 

A  general  election  special 

As  the  General  Election  looms  this  Spring,  Richard  Jarman,  Sense's 
Parliamentary  &  Public  Policy  Officer,  asked  the  main  parties  why  deaf- 
blind  people,  their  families  and  carers  should  support  their  community 

care  proposals.  This  is  what  they  said: 


"The  voice  of  the 

user  is  particularly 

important  in 

developing 

appropriate 

services" 


THE  CONSERVATIVE  PARTY 


S 


imon  Burns  MP  is  the  minister  with 
responsibility  for  community  care 


"There  has  been  a  growing  recognition  in 
recent  years  that  deafblind  people  have  par- 
ticular needs  arising  from  their  dual-senso- 
ry loss.  This  has  partly  come  about  through 
the  campaigning  work  of  Sense  and  other 
voluntary  organisations,  but  also  impor- 
tantly because  of  the  shift  of  emphasis  to  see- 
ing disableci  people  as  individuals  with  their 
own  particular  needs  and  aspirations. 

The  Government  has  responded  to  this 
changed  perception  in  a  number  of  signifi- 
cant ways,  seeking  to  raise  the  overall  pro- 
file of  deafblindness,  and  to  ensure  that 
those  who  plan  and  provide  sendees,  par- 
ticularly within  the  health  and  social  care 
field,  recognise  the  particular  needs  of  deaf- 
blind  people. 

One  encouraging  result  of  the  Community 
Care  reforms  is  the  way  in  which  many  local 
authorities  are  developing  suitable  com- 
munity based  services,  particularly  guide- 
help  (or  support  worker)  schemes  for  deaf- 
blind  people  often  with  the  aid  of  deafblind 
organisations  including  Sense.  These  are  im- 
portant developments,  because  many  local 
authorities  have  shown  reluctance  in  the 
past  to  involve  external  organisations  such 
as  Sense. 

Appropriate  service  provision  for  each  in- 
dividual  is  determined  by  an  assessment  of 
individual  need,  on  the  basis  of  which  local 
authority  social  services  draw  up  an  indi- 
vidually-tailored plan.  If  a  deafblind  person 
is  assessed  as  needing  support,  the  local  au- 
thority will  have  to  decide  how  best  to  meet 
this  need,  ensuring  that  what  is  provided  is 
appropriate  to  the  user  and  represents  real 
value  for  money. 

In  our  attempts  to  promote  awareness  of 
deafblindness,  we  have  been  working  close- 
ly with  the  Association  of  Directors  of  Social 


Simon  Burns  MP 

Services'  Think  Sensory  initiative.  The  voice 
of  the  user  will  be  particularly  important  in 
developing  appropriate  services:  we  made 
a  grant  available  to  Sense  to  assist  with  the 
production  of  'Making  Contact',  written  by 
Graham  Hicks,  a  good  practice  guide  on 
how  to  involve  and  communicate  with  a 
deafblind  person. 

In  addition,  we  have  used  the  Training 
Support  Programme  to  produce  training 
materials  on  deafblindness:  a  training  video 
is  being  produced  to  raise  awareness  of  deaf- 
blindness among  senior  local  authority 
managers. 

Finally,  we  recognise  the  important  role 
played  by  the  voluntary  sector  in  develop- 
ing services  for  deafblind  people  and  in  rep- 
resenting the  views  of  the  user:  we  have 
given  generous  Section  64  scheme  grants  - 
over  £180,000  in  1996/7  to  Sense  and 
Deafblind  UK  and  money  has  been  con- 
tributed to  the  establishment  of  the  UK 
Coalition  on  Deafblindness.  Additional  pro- 
jects currently  being  funded  are  promoting 
quality  standards  in  residential  homes  pro- 
viding care  for  deafblind  people,  and  de- 
veloping guide  help  schemes  within  local 
authorities." 
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THE  LABOUR  PARTY 


A 


nn  Coffey  MP  is  Labour's  spokes- 
person on  community  care 


"Care  in  the  community  is  in  its  wider 
moral  sense,  the  expression  of  a  caring  and 
civilised  people,  who  accept  their  responsi- 
bilities to  each  other.  We  believe  in  those  val- 
ues. Specifically  of  course,  it  is  a  policy  of  de- 
veloping alternatives  to  institutional  care. 
We  fully  support  that  objective  and  we 
recognise  that  people  have  multiple  needs. 
Users  and  their  carers  must  have  a  say  in 
what  is  right  for  them.  All  the  evidence  is 
that  when  there  is  proper  consultation,  there 
follows  a  better  quality  of  service  measured 
by  users  feeling  happier. 

We  would  also  like  to  see  users  and  car- 
ers -  and  indeed  the  voluntary  sector,  with 
its  unique  and  special  experience  -  be  much 
more  involved  in  the  drawing  up  of  local 
community  care  plans  which  determine  the 
level  and  kind  of  services  in  a  locality.  There 
have  been  some  wonderful  local  initiatives, 
with  very  good  results  in  improving  ser- 
vices. These  local  initiatives  need  to  be  fed 
in  at  a  national  level,  so  they  can  be  used 
elsewhere.  National  Care  Standards,  in- 
formed by  best  practice,  would  then  be  re- 
flected in  all  community  care  plans. 

Another  key  aim  is  pooled  health  and  so- 
cial services  community  care  money.  At  the 
moment,  the  money  for  community  care  is 
in  two  separate  budgets.  Pooling  of  funds 
would  stop  some  of  the  endless  arguments 
about  whether  health  or  social  services 
should  be  providing  a  particular  service  - 


Ann  Coffey  MP 

maybe  bringing  down  the  increasing  num- 
ber of  people  employed  in  assessment.  This 
would  release  more  money  for  the  provision 
of  services. 

Community  care  is  also  about  employ- 
ment, appropriate  housing,  transport, 
leisure  and  ensuring  that  nobody  is  denied 
access  to  any  opportunity  offered  to  the  rest 
of  the  population,  through  disability  which 
could  be  overcome.  The  deafblind  commu- 
nicator/guide scheme  is  an  excellent  exam- 
ple of  enabling  access  to  activities  and  ser- 
vices. I  would  very  much  like  this  to  be  ex- 
tended. We  believe  that  our  model  of  co-op- 
eration and  our  policies  of  rebuilding  the 
spirit  of  our  community  again,  will  not  only 
benefit  those  with  special  difficulties,  but 
also  lead  to  a  better  quality  of  life  for  every- 
one. A  truly  caring  community." 
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"Community  Care 
is  also  about 
employment, 
appropriate 
housing,  transport 
and  leisure  and 
ensuring  that 
nobody  is  denied 
access  to  any 
opportunity 
offered  to  the  rest 
of  the  population  " 


Peter  Thurmcin  MP 


THE  LIBERAL  DEMOCRATS 

Peter  Thurnham  MP  is  the  Liberal 
Democrats  Spokesperson  on  Community 
Care 

"I  fully  realise  the  immense  challenge  of 
good  communication  for  deafblind  people 
and  I  will  continue  to  campaign  strongly  for 
better  facilities  and  more  resources.  The 
Liberal  Democrats  are  the  only  party  fully 
committed  to  increase  funding  for  education 
and  health  care  -  if  necessary  by  adding  an 
extra  penny  to  income  tax;  a  small  price  to 
pay  for  the  upbringing  and  health  of  future 
generations. 

In  addition,  Liberal  Democrats  are  press- 
ing for  extra  resources  for  personal  social 
services  which  were  frozen  in  the 
Government's  latest  budget  announcement 
for  1997/8.  Liberal  Democrat  policies  for 
care  in  the  community  are  based  primarily 
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The 

Liberal  Democrats 

continued... 


"Carers  require  a 

proper  carers 

charter  with  a 

carers  benefit  to 

replace  the  Invalid 

Care  Allowance" 


on  choice.  All  those  requiring  domiciliary  or 
residential  care  should  be  fully  aware  of 
their  entitlements,  with  agreed  criteria  to  es- 
tablish national  minimum  standards,  with 
the  option  of  Community  Care  Direct 
Payments  for  those  who  wish  to  arrange 
their  own  care. 

Liberal  Democrats  are  committed  to  re- 
forming community  care  law,  so  that  every 
individual  is  aware  of  his  or  her  rights,  and 
social  services  and  health  authorities  are  in 
no  doubt  about  their  responsibilities.  Ideally, 
Liberal  Democrats  look  to  a  structure  of 
"seamless  service"  by  merging  health  and 
social  services  departments.  Carers  require 
a  proper  carers'  charter  with  a  carers  bene- 
fit to  replace  the  Invalid  Care  Allowance; 
there  should  be  a  fair  limit  on  charges  for 
domiciliary  care,  and  thresholds  for  means- 
tested  residential  care  should  be  raised  to 
£24,000,  with  the  abolition  of  charges  for  all 
those  on  Income  Support." 

THE  SCOTTISH  NATIONAL 
PARTY 

The  Scottish  National  Party  endorse  the  con- 
cept of  community  care  but  emphasise  that 
it  must  be  needs  rather  than  resource  driven. 
The  SNP  is  committed  to  establishing  a 
Scottish  Community  Care  Inspectorate  to 
monitor  care  provision  and  advise  on  stan- 
dard improvement.  They  propose  substan- 
tial investment  to  rectify  community  care  de- 
ficiencies and  will  raise  spending  on  health 
care  by  15%  in  real  terms  over  3  years.  The 
SNP  also  propose  to  ease  the  financial  pres- 
sure on  local  authorities  by  increasing  their 
expenditure  by  £1 .4  billion  over  four  years. 
The  bulk  of  community  care  funding  would 
be  provided  by  the  Exchequer.  Specific  and 
adequate  government  grants  would  be 
"ring  fenced"  for  community  care.  The  SNP 
would  increase  support  for  voluntary  agen- 
cies. 


THE  ULSTER  UNIONISTS 

The  Ulster  Unionists  believe  that  the  concept 
of  community  care,  which  supports  disabled 
people  remaining  within  their  community 
is  excellent.  Ample  residential  care  provision 
is  needed  and  there  must  be  access  for  those 
who  need  respite  care  to  give  carers  a  break. 
The  whole  concept  of  community  care  is 
being  brought  into  disrepute  because  the 
funds  are  not  being  provided.  Ulster 
Unionists  believe  there  is  a  need  for  a  major 
review  of  how  the  community  care  pro- 
gramme is  working  in  practice.  That  review 
needs  to  establish  the  levels  of  support 
which  are  needed  if  the  policy  is  to  work  and 
absolute  priority  must  be  given  to  supply- 
ing the  funds  needed  to  provide  that  level 
of  support. 


WALES 

Plaid  Cymru  has  long  campaigned  to  secure 
meaningful  community  care,  which  means 
giving  adequate  resources  for  care  in  the 
community.  The  party  has  repeatedly  called 
for  a  'charter  for  carers'  and  Daluud  Wigley 
MP  was  campaign  manager  for  the  1986 
Disabled  Persons'  Act.  The  party  has 
worked  closely  with  disability  organisations 
in  Wales  and  London  and  its  MPs  voted 
against  a  cut  in  income  tax  in  order  to  pro- 
vide funding  for  health  and  social  services. 
Plaid  Cymru' s  employment  plan  specifical- 
ly targets  community  care  for  new  publicly 
funded  jobs  to  ensure  adequate  support  for 
carers  and  their  families. 


NORTHERN  IRELAND 

THE  SDLP  are  totally  committed  to  the  aim 
of  enabling  people  to  live  at  home  whenev- 
er possible  and  to  support  those  caring  for 
them.  They  will  press  for  adequate  resources 
to  enable  this  and  oppose  attempts  to  treat 
community  care  as  the  "cheap  option".  The 
SDLP  continue  to  seek  a  fair  choice  between 
private  and  public  provision  by  putting  ac- 
cess to  income  support  on  the  same  footing 
whether  a  disabled  person  chooses  a  private 
or  residential  home  or  a  home  run  by  a 
Community  Unit. 
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Pulling  together 

In  the  last  issue,  Margaret  White  described  how  Sense's  Council  Management 
Link  works.  Here  Liz  Booth,  Director  of  Human  Resources  and  her  Council 
link.  Sue  Turner,  talk  about  how  they  work  together. 


How  does  the  Council 
Management  link  work  for  you? 

Liz:  Sue  and  I  tend  to  talk  about  issues  re- 
lating to  the  overall  direction  of  the  Human 
Resources  Department,  and  we  often  dis- 
cuss the  progress  of  major  pieces  of  work. 
We've  worked  together  for  about  two  years 


now. 


Sue:  Yes,  Liz  keeps  me  informed  about  im- 
portant issues,  and  when  appropriate  sends 
papers  to  me  for  information  or  comment. 
We  also  talk  about  ideas  for  the  future. 

What  actually  happens? 

Liz:  Sometimes  it  takes  the  form  of  a  kind 
of  non-managerial  support;  so  I  might  dis- 
cuss a  piece  of  work  I  am  finding  difficult 
or  stressful,  and  Sue  encourages  me  and 
helps  me  to  work  out  how  to  approach  it. 
Sometimes  I  ask  Sue's  advice  about  her 
views  as  a  parent  member  of  Sense.  I  think 
it  is  essential  that  families  and  deafblind  peo- 
ple themselves  remain  at  the  heart  of  every- 
thing we  do.  In  my  line  of  work  I  don't  have 
all  that  much  contact  with  our  service  users 
and  families  so  it  is  always  interesting  to  get 
Sue's  perspective.  I  usually  brief  Sue  on 
items  or  initiatives  that  I  think  might  be  of 
interest  to  Council  so  that  she  can  feed  this 
information  back  if  she  thinks  it  is  appro- 
priate. 

Sue:  I've  also  visited  all  the  Human 
Resources  Departments  in  the  regions,  met 
the  managers  and  talked  about  how  things 
work  in  the  different  regions. 

Can  you  give  some  other 

examples? 

Sue:  Yes,  I  was  involved  when  we  were  de- 
ciding whether  we  should  take  part  in  the 
'Investors  in  People'  scheme.  I  met  repre- 
sentative's from  the  Training  and  Enterprise 
Council  and  went  along  to  an  information 
day  about  the  scheme. 
Liz:  And  Sue  helped  me  recently  with  a 
grant  application  I  was  working  on  to  es- 
tablish a  training  course  for  staff  working 
with  deafblind  people.  She  pointed  out  a 
couple  of  issues  and  difficulties  I  had  over- 
looked, and  helped  me  to  think  through  how 
the  course  might  be  delivered  and  evaluat- 
ed. 


What  are  the  strengths  of  this 

approach? 

Sue:l  suppose  I  have  a  good  idea  about  what 
the  important  human  resource  issues  are.  I 
believe  that  service  users  are  directly  af- 
fected by  the  quality  of  the  staff  who  work 
with  them.  So  it  is  important  that  Sense  is  a 
good  employer,  and  provides  excellent 
training. 

Liz:  It's  certainly  true  that  the  Council 
Management  Link  system  enables  Council 
members  with  a  particular  interest  to  keep 
a  special  eye  on  the  work  of  the  Department. 
Council  members  want  to  know  that  Sense 
is  a  fair  employer,  and  that  we  have  prac- 
tices and  procedures  that  are  up  to  date. 
Sue's  input  is  one  of  the  ways  that  this  is 
monitored  on  the  Council's  behalf. 

From  my  point  of  view,  my  link  with  Sue 
allows  me  to  take  advice  from  someone  who 
shares  my  enthusiasm  for  Sense,  but  who 
can  stand  back  from  everyday  issues.  She's 
great  at  posing  difficult  questions  that  can 
make  me  think  or  rethink  an  issue.  I  believe 
that  one  of  Sense's  great  strengths  is  that 
trustees  and  staff  work  together  -  in  so  many 
voluntary  organisations  there  can  be  tension 
and  distrust  between  paid  staff  and  trustees. 

Are  there  any  weaknesses  to  this 

system? 

Liz:  The  main  weakness  is  that  we  don't 
spend  enough  time  together  -  so  sometimes 
I  can't  brief  Sue  on  all  the  issues. 
Sue:  Yes,  Liz  is  a  very  busy  person,  and  that 
can  be  frustrating  sometimes. 

What  do  you  see  as  your  goals  for 

the  future? 

Sue: Sense's  goal  for  the  future  is  to  increase 
the  range  and  diversity  of  services  we  are 
able  to  offer  to  deafblind  people,  and  to 
make  sure  our  services  are  of  the  very  high- 
est quality.  I  hope  that  my  aspirations  as  a 
parent,  and  my  experience  of  working  in  the 
Health  Service  and  other  community  care 
organisations  can  make  a  contribution  to  this 
through  the  Human  Resources  Department. 


Liz  Booth 


Liz: 

"I  feel  strongly 
that  the  Council 
Management  Link 
certainly  helps 
staff  and  Council 
members  to  work 
together  to 
achieve  our  goals. 
It's  a  good  way  to 
work,  as  well  as 
being  enjoyable 
and  stimulating. " 


Sue  Turner  and 
her  son  Ben 
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Akhil  Paul  visits  UK  to 
launch  India  project 

These  are  exciting  times  for  Sense  International.  After  months  of  careful 

planning  and  fundraising  activity  Akhil  Paul,  Development  Manager  for 

India,  has  been  appointed  to  push  forward  services  for  deaf  blind  people  in 

India.  Colin  Anderson  recently  spoke  to  Akhil  and  Sense  International 

Officer,  Richard  Hawkes,  to  hear  about  their  plans. 


Akhil  Paul 


"Any  services 

developed  must 

be  appropriate  to 

the  Indian  culture 

and  lifestyle" 


How  many  deafblind  people  are 
there  in  India? 

Akhil:  Xo  one  really  knows  how  many  deaf- 
blind  people  there  are  in  India.  There  is  only 
one  organisation  working  with  deafblind 
people  in  the  whole  countrv,  the  Helen 
Keller  Institute,  which  helps  23  children. 
There  are  other  charities  working  with  mul- 
tiply disabled  people,  but  they  often  don't 
understand  much  about  deafblindness.  Our 
best  guess  is  that  there  are  around  300,000 
deafblind  people  in  India,  but  there  could  be 
many  more. 

Many  deafblind  people  will  be  totally  de- 
pendent on  their  parents  who  often  have  lit- 
tle idea  what  to  do,  and  have  nowhere  to  go 
for  support  or  training.  Many  of  these  peo- 
ple will  be  living  in  poverty,  often  in  rural 
areas,  and  their  lives  can  be  very  tough.  Just 
identifying  these  people  will  be  a  major  task 
for  us. 

Why  is  Sense  International 

getting  involved? 

Richard:  As  Akhil  says,  the  present  situation 
for  deafblind  people  in  India  is  far  from  sat- 
isfactory, but  there  is  a  lot  Sense  International 
can  do  to  help.  Sense  International  was  cre- 
ated to  support  the  development  of  services 
for  deafblind  people  throughout  the  world. 
The  pressure  from  the  Helen  Keller  Institute 
for  help  has  been  enormous,  so  India  became 
our  top  priority.  Right  from  the  word  go  it 
was  obvious  that  with  the  experience  Sense 
has,  there  is  much  we  can  do  to  improve  the 
situation. 

As  with  all  of  Sense  International's  work, 
we  have  to  find  funding  before  we  can  start 
doing  anything.  The  plans  to  appoint  a 
Development  Manager  have  been  ready  for 
some  time,  but  we  weren't  able  to  go  ahead 
until  we  were  lucky  enough  to  get  support 
from  Allied  Dunbar's  Overseas  Programme, 


which  will  be  paying  Akhil' s  salary.  The 
Institute  for  the  Deaf  in  the  Netherlands,  and 
various  other  trusts  and  companies  which 
give  to  international  work  have  also  con- 
tributed. 

What  do  you  hope  to  achieve  in 
India? 

Akhil:  There  are  four  main  things  we  want 
to  address.  The  first  is  to  establish  a  strong 
base  for  Sense  International  that  people  can 
come  to  for  expert  advice.  The  second  is  that 
we  want  families  to  know  where  they  can 
go  for  support  and  guidance.  The  third  is  to 
make  the  Indian  Government  aware  of  the 
needs  of  deafblind  people  and  how  they  can 
support  projects.  And  the  fourth  will  be  to 
make  these  projects  seh-sustaining,  funded 
in  India. 

What  will  the  strategy  be  for 
achieving  this? 

Richard:  Our  whole  strategy  is  based  on  the 
premise  that  all  services  in  India  must  de- 
velop within  India.  Our  strategv  all  the  way 
along  has  been  to  establish  a  presence  in 
India,  bv  appointing  a  Development 
Manager  from  India  -  and  that  person  is 
Akhil.  We  will  be  supporting  whatever  pro- 
jects he  identifies  and  recommends.  If  pro- 
jects are  to  be  sustainable  in  the  long  term, 
they  must  address  needs  identified  by  peo- 
ple in  India,  rather  than  be  imposed  from  the 
UK. 

Akhil:  Yes,  that  is  right;  so  we  will  be  trying 
to  involve  as  many  organisations  as  possi- 
ble who  are  already  working  with  people 
with  disabilities  in  India,  such  as  schools  for 
blind  children,  and  services  for  people  with 
learning  difficulties.  We  will  involve  them, 
support  them,  and  hopefully  encourage 
them  to  set  up  their  own  units  for  deafblind 
people.  There  are  also  many  grass  roots  or- 
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ganisations  working  in  rural  areas  which  we 
hope  to  strengthen  with  technical  know- 
how,  training  about  the  education  of  deaf- 
blind  people,  and  information  about  sup- 
porting families  with  a  deafblind  child.  We 
will  start  with  the  basics  and  build  up  from 
there. 

Richard:We  should  also  stress  that  our  strat- 
egy will  continually  adapt.  We  will  have  to 
be  flexible  as  Akhil  identifies  areas  for  us  to 
work  on.  Initially  the  most  important  thing 
will  be  to  get  an  overview  of  the  situation, 
and  we  will  respond  to  need  as  it  is  identi- 
fied. 

What  do  you  hope  to  learn  from 
your  visit  here,  Akhil? 

Akhil:  The  purpose  of  my  visit  here  is  to  gain 
experience  of  the  range  of  services  for  deaf- 
blind  people  in  the  UK.  Sense  is  the  largest 
organisation  in  the  world  working  with 
deafblind  people  and  I  can  learn  a  lot  from 
Sense's  services.  But  it's  not  a  question  of 
taking  a  UK  service  and  placing  it  in  India 
-  any  services  developed  must  be  appro- 
priate to  the  Indian  culture  and  lifestyle. 

What  do  you  think  some  of  the 
main  challenges  are  going  to  be? 

Akhil:  The  first  big  challenge  will  be  to 
screen  the  vast  population  of  India  to  try  and 
identify  how  many  deafblind  people  there 
are.  The  second  challenge  will  be  to  motivate 
other  like-minded  organisations  to  become 
involved.  The  third  challenge  will  be  to  build 
up  Government  support.  In  the  past  they 
have  been  very  supportive  at  times,  but  not 
at  others.  We  will  need  to  make  them  sensi- 
tive to  the  needs  of  deafblind  people,  and  to 
motivate  them  to  give  this  issue  their  im- 
mediate attention. 

Can  you  tell  us  about  your 
experience  Akhil? 

Akhil:  I  worked  with  the  National 
Association  for  the  Blind  (NAB)  for  many 
years.  I  have  also  completed  a  Masters  in 
Social  Work  and  have  training  in  law.  I  took 
my  job  at  NAB  very  seriously  and  I'd  like 
to  think  I  learned  a  lot.  I  was  fortunate  in 
having  two  managers  who  helped  and  en- 
couraged me  to  find  out  about  other  types 
of  visual  impairment.  I  also  learned  about 
staffing,  recruitment,  fundraising,  monitor- 
ing and  managing  projects,  all  of  which  are 
very  important  in  running  this  sort  of  pro- 
ject. I  was  lucky  enough  to  study  for  a 
Diploma  in  Multiple  Disability  at  Perkins 
School  for  the  Blind  in  the  USA,  which  cer- 


tainly broadened  my  horizons.  I've  also  got 
experience  of  liaising  with  funding  organi- 
sations both  within  and  outside  India. 

Richard,  how  will  Sense  be 
supporting  Akhil? 

Ri chard:  Because  this  is  our  first  overseas  ap- 
pointment it  is  a  completely  new  challenge 
for  us;  how  will  we  support  Akhil?  How  will 
we  respond  to  what  Akhil  finds  out?  We  will 
be  developing  a  strategy  to  maximise 
Sense's  expertise,  and  the  skills  that  exist 
within  the  organisation  to  support  what 
Akhil  wants  to  do.  We'll  also  be  looking  for 
people  within  Sense  who  will  be  able  to  offer 
training  in  India.  If  people  are  interested  in 
being  involved  in  the  India  programme  they 
should  definitely  get  in  touch  as  there  are 
going  to  be  lots  of  opportunities.  We  have  a 
lot  of  expertise  in  the  UK  and  Akhil  will 
want  to  call  on  that. 


Ideally,  where  would  you  like  to 
be  in  ten  years? 

Akhil:  Actually,  I  would  like  Sense 
International  to  be  out  of  India,  in  some 
other  developing  country.  Within  ten  years 
the  India  project  should  be  self-sufficient 
and  independent  from  Sense  International. 
I  would  like  to  see  an  Indian  organisation 
similar  to  Sense,  that  can  help  support  other 
developing  countries  with  their  services  for 
deafblind  people. 

Richard: That's  exactly  right.  Our  aim  is  not 
to  be  in  India  forever  -  we  want  to  act  as  a 
catalyst.  If  we  do  our  job  properly  then  in 
ten  years  there  should  be  services  and  or- 
ganisations in  India  that  we  will  have  a  good 
relationship  with,  but  will  be  independent 
of  us.  Hopefully  we  will  have  moved  on  to 
help  in  some  other  part  of  the  world. 


Akhil  Paul 
discusses  the 
project  with 
Richard  Hawkes 
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Making  it  happen 

In  our  last  Issue  Malcolm  Matthews,  Sense's  Director  of  Policy  and 

National  Services  described  how  Sense  made  a  big  impact  at  the  Social 

Services'  Conference  in  Edinburgh.  He  now  describes  how  Sense  has 

been  working  with  local  authorities  and  Social  Services'  Departments  to 

make  sure  that  the  needs  of  deaf  blind  people  are  firmly  on  the  agenda. 


Think  Sensory:  an  initiative  by 
Directors  of  Social  Services 

Voluntary  agencies  like  Sense  are  well 
aware  that  there  is  a  strong  need  for 
a  higher  profile  and  greater  recogni- 
tion of  sensory  impairment  within  local  au- 
thorities and  social  services  departments. 
Now  this  campaigning  and  promotional 
work  has  also  been  taken  up  by  the  local  au- 
thority organisations  themselves. 

Think  Sensory  is  an  initiative  from  the 
Association  of  Directors  of  Social  Services 
(ADSS),  Association  of  County  Councils 
(ACC)  and  Association  of  Metropolitan 
Authorities  (AMA).  The  aim  is  to  develop 
services  for  people  with  sensory  impair- 
ments by  supporting  social  care  authorities 
and  agencies  and  helping  them  to  promote 
professional  standards  through  training 
and  informed  guidance.  This  initiative  was 
launched  at  a  conference  two  years  ago  that 
included  two  deafblind  people  as  plenary 
speakers,  Graham  Hicks  from  Sense  and 
Dottie  Entwhistle  from  the  National 
Deafblind  League. 

The  ADSS  Disability  Committee  then  set 
up  a  Sensory  Impairment  Standing  Sub- 
Committee  and  invited  representatives  from 
the  Deafblind  Services  Liaison  Group.  These 
places  were  taken  by  Jackie  Scott  from 
Deafblind  UK  (previously  known  as  the 
National  Deafblind  League)  and  myself 
from  Sense. 

Early  in  its  life  the  Sensory  Impairment 
Sub-Committee  noted  that  there  were  two 
main  issues  to  be  addressed:  training  and 
services  for  deafblind  people.  The 
Committee  tried  to  raise  funds  and  estab- 
lished a  Visual  Impairment  Training  Group. 
There  was  recognition  of  the  different  sen- 
sory impairments,  including  deafblindness, 
but  we  also  became  a  ware  that  a  lot  of  issues 
were  'cross-sensory'.  As  a  result  it  was  dif- 
ficult at  first  to  advance  specific  considera- 


tion of  deafblindness  -  although  it  was  al- 
ready recognised  that  some  work  focussing 
on  deafblindness  was  needed. 

Newsletters  were  produced  targeting 
Social  Services  Departments,  which  includ- 
ed promotion  for  Sense  publications  such  as 
'Do  The  Rights  Thing!'  (Sense  Advocacy 
Pack)  and  Making  Contact'.  Comments 
were  made  on  the  Social  Services 
Inspectorate  national  inspection  and  stan- 
dards setting  for  deaf  and  hearing  impaired 
services.  Concern  was  expressed  over  the 
failure  to  agree  or  plan  for  a  similar  standard 
setting  and  inspection  exercise  for  deafblind 
services. 

A  Call  for  Action  by  the  ADSS! 

A  document  entitled  'A  Call  for  Action'  was 
proposed  and  agreed  by  the  ADSS.  'A  Call 
for  Action'  requests  Social  Services 
Departments  to: 

•  Set  training  targets  in  sensory  impair- 
ment for  their  staff  and  contracted 
providers 

•  Establish  a  continuing  programme  for 
sensory  impairment  awareness 

•  Ensure  that  systems  are  in  place  for  the 
referral  of  people  with  newly  diag- 
nosed impairments,  and  those  experi- 
encing transition  from  school  to  work 

•  Set  targets  for  information  and  com- 
munication provision 

•  Make  specific  reference  to  sensory  im- 
pairment in  Community  Care  Plans 

•  Name  persons  at  senior  level  for  each, 
or  all,  sensory  impairment(s) 

•  Ensure  that  users  can  play  a  meaning- 
ful part  in  consultation  processes 
(Sense  is  specifically  mentioned  as  ad- 
vising) 

•  Enable  access  to  information  and  com- 
munication support. 
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Making  it  happen  continued 

'A  Call  for  Action'  has  a  working  brief 
with  three  main  sections:  on  developing  a 
strategy;  on  key  transitions  (such  as  at  age 
19  plus  from  school  to  post  school);  and  on 
workforce  development.  This  latter  topic 
will  be  the  focus  of  the  next  Sub-Committee 
meeting. 

'A  Call  for  Action'  was  followed  up  by  a 
motion  agreed  at  the  ADSS  Annual  General 
Meeting  1996,  held  in  the  Spring,  which  in- 
cluded specific  reference  to  deafblindness. 

Deafblindness:  Guidance  for 
Good  Practice  for  Authorities 

As  part  of  the  work  of  the  Sub-Committee 
we  have  produced  a  guidance  document 
which  has  been  adopted  by  the  ADSS  and 
was  circulated  to  local  authorities  in  October 
96. 

The  document  is  called  'Deafblindness: 
Guidance  for  Good  Practice  for  Authorities'. 
It  includes  a  definition  of  deafblindness  and 
makes  specific  reference  to  two  other  pub- 
lications, 'Think  Dual  Sensory'  and 
'Breaking  Through'.  It  follows  the  structure 
of  'A  Call  for  Action'  in  focusing  in  turn  on 
Strategy,  Transitions  and  Workforce 
Development.  There  are  some  overriding 
principles  outlined  for  services  for  deafblind 
people. 

The  sections  on  Transitions  specifically 
mention  diagnosis,  transition  for  the  multi- 
sensory  impaired  child  from  home  to  school 
and  from  school  to  further  education  and 
adult  life.  Transitions  for  the  deafblind  per- 
son from  family  home  to  own  home,  from 
working  life  to  retirement  and  from  home 
to  residential  care. 

Appendices  include  reference  to  the 
unique  nature  of  deafblindness,  the  need  for 
specially  trained  workers,  consultation  with 
users,  problems  over  access  to  resources  and 
the  importance  of  joint  working. 

Quick  Guides 

The  ADSS  Sensory  Impairment  Sub- 
Committee  has  produced  a  series  of  Quick 
Guides.  The  Guide  on  deafblindness,  enti- 
tled 'Think  Sensory:  A  Quick  Guide:  The 
provision  of  services  for  people  who  are 
deafblind',  was  produced  in  time  for  the 
October  Social  Services  conference.  The 
purpose  of  the  Quick  Guides  is  to  allow  se- 
nior managers  to  brief  politicians,  commit- 
tee members,  fund  providers  and  pur- 
chasers. They  provide  a  summary  of  infor- 
mation with  the  aim  of  enabling  the  extent 
of  need  to  be  understood,  giving  an  initial 
understanding  of  the  type  and  level  of  ser- 


vice to  be  provided,  including  staffing  and 
training  requirements.  Produced  as  a  fold- 
er that  is  A4  in  height  and  half  A4  in  width, 
it  contains  10  small  inserts  on  different  top- 
ics: 

•  Congenital     Deafblindness     & 
Developmental  Delay 

•  Service  Expectations 

•  Locating  Deafblind  People 

•  Communication 

•  Service  and  Planning  Need 

•  Community  Care  Plan 

•  Commissioning 

•  Prevalence 

•  Specialist  Workers 

•  Bibliography 

•  Journals 

•  Contacts 

•  Management  &  Supervision 

•  Assessment  &  Referral 

•  Training  Rights  and  Expectations 

It  is  also  available  in  large  print,  braille  and 
on  disc.  The  Guide  states  that  significantly 
higher  priority  needs  to  be  given  to  all  as- 
pects of  services  for  people  with  sensory  im- 
pairments through  a  higher  profile  in  com- 
munity care  plans  and  purchasing  priorities. 
The  Quick  Guide  is  notable  partly  because 
it  is  produced  and  published  by  the 
ADSS/AMA/ACC  with  the  support  of 
voluntary  organisations  rather  than  the 
other  way  round  as  has  been  the  case  with 
other  publications  on  deafblindness  target- 
ed at  local  authorities  -  for  example  Breaking 
Through. 

What  else  is  happening  at  the 
moment? 

Well,  the  Government's  Community  Care 
Development  Programme  contributed  to  the 
funding  of  the  Sense  publication  'Making 
Contact'.  One  of  the  purposes  of  this  docu- 
ment is  to  improve  access  to  consultation 
processes  for  people  with  dual-sensory  im- 
pairments. 

Of  particular  importance  is  the  publication 
'Think  Dual  Sensory'  produced  by  the 
Department  of  Health.  This  is  about  older 
deafblind  people  and  a  number  of  pilot 
schemes  are  currently  underway  in  differ- 
ent local  authorities  around  the  country.  The 
aim  is  that  the  document  will  be  revised  and 
reissued  this  year  taking  account  of  the 
lessons  from  the  pilots. 
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Moving  in  and  moving  on 

Results  of  a  questionnaire  on  residential  services 

The  past  three  years  have  seen  a  great  deal  of  activity  in  residential 

services,  with  new  clients  moving  in  and  some  existing  clients  moving 

on  to  new  Sense  Scotland  houses.  We  felt  that  it  was  important  we 

find  out  what  kind  of  experience  this  process  had  been  for  the 

families  and  staff  so  we  set  out  to  undertake  a  small  survey.  A  number 

of  groups  may  be  involved  when  a  client  moves  into  a  community 

house  and  it  is  important  that  all  of  these  agents  of  change  are 

consulted.  Given  the  resources  of  time  and  finance  available  we  chose 

to  focus  on  two  groups:  families  and  Sense  staff. 


Stuart  Aitken, 
Megan  Wilson, 
Gill  Morbey  & 
Joyce  Wilson 


When  any  client  transfers  between 
services  or  agencies  a  number  of 
processes  are  involved.  We  want- 
ed to  find  out  people's  perceptions  of  how 
the  following  issues  had  been  addressed  in 
the  period  leading  up  to  and  following 
transfer: 

•  awareness  of  Sense 

•  feelings  of  choice  in  transfer 

•  feelings  on  finding  out  about  transfer 

•  information  about  Sense  Scotland 
made  available  prior  to  transfer 

•  involvement  in  assessing  needs 

•  assessing  needs:  arrangements  for  in- 
troduction 

•  how  transfer  was  handled 

•  confidentiality,  needs  &  best  interests 

•  involvement  after  transfer 

•  good  things  about  transfer 

•  negative  aspects  of  transfer 

•  how   to   improve   links   with  Sense 
Scotland 

Methods  used  to  seek  views 

Two  separate  questionnaires  were  pro- 
duced, one  for  families  and  one  for  staff.  As 
far  as  possible  we  aimed  for  consistency  be- 
tween questionnaires  to  enable  us  to  com- 
pare the  responses  given  by  both  families 
and  staff.  We  invited  staff  who  were  cur- 
rently involved  in  a  transfer  -  house  man- 
agers, assistant  managers,  key  workers  of 
clients  being  admitted  or  discharged  -  to 
complete  a  different  questionnaire  for  each 
client  they  were  involved  with. 

The  views  of  parents  and  staff  were 
sought  in  designing  the  questionnaires. 
Prior  to  distribution,  representatives  from 
both  families  and  staff  were  invited  to  com- 
ment on  draft  questionnaires.  This  feedback 


was  very  helpful  in  framing  questions  and 
structuring  the  order  of  items. 

Results 

A  selection  of  the  results  follows.  (Anyone 
interested  in  the  complete  set  of  results 
should  contact  Stuart  Aitken). 
Thirty  three  questionnaires  were  returned, 
ten  of  which  were  from  families  (response 
rate  of  56%).  Twenty  three  questionnaires 
were  returned  by  staff  (response  rate  of 
70%).  Thirteen  of  the  23  staff  returns  were 
completed  by  tutors.  Out  of  the  key  tutor  re- 
turns, only  one  was  received  from  a  tutor 
based  in  a  house  which  a  client  had  moved 
from.  In  contrast,  nine  were  received  from 
tutors  based  in  houses  which  clients  had 
transferred  to. 

Responses  from  families 

When  sons  or  daughters  moved  between 
houses,  families  felt  there  was  little  oppor- 
tunity for  them  to  exercise  choice.  This  feel- 
ing of  lack  of  choice  is  not  as  strong  for  fam- 
ilies whose  son  or  daughter  transferred  from 
another  agency.  Some  parents  chose  the 
transfer  and  had  made  the  first  contact  with 
Sense  Scotland.  One  family  whose  son  or 
daughter  transferred  from  another  agency 
commented  that  he  or  she  "had  no  choice  in 
the  transfer". 

Once  a  transfer  had  been  decided,  fami- 
lies were  mostly  happy  about  it  and  felt  that 
their  views  were  listened  to.  Any  perceived 
difficulties  seemed  to  relate  mainly  to  the 
way  other  agencies  dealt  with  issues. 

Most  family  respondents  were  aware  of 
Sense  through  publications  such  as  Talking 
Sense  and  Branching  Out,  the  family 
newsletter,  (although  in  some  respects  our 
sample  was  distorted  as  several  families  had 
been  involved  with  the  organisation  for  a 


.'.  M'laWiny 'Vwv'B  Spring  1997 


^ 


RESIDENTIAL 


Moving  in  and  moving  on  continued- 


number  of  years). 

In  every  instance,  except  one,  families 
were  positive  about  the  information  they  re- 
ceived on  how  Sense  Scotland  would  assess 
needs,  who  their  contact  was  during  this 
process,  their  involvement  in  any  assess- 
ment processes  undertaken,  and  informa- 
tion about  the  house  to  which  their  son  or 
daughter  would  transfer.  The  exception  re- 
inforces the  need  to  double  check  on  all 
plans  and  agreements  made.  Although  this 
is  time  consuming  and  requires  more  re- 
sources, in  the  longer  term  it  saves  time  and 
improves  communication. 

AH  transfers  between  houses  were  re- 
ported as  having  been  handled  sensitively 
with  specialist  information  sought  and 
used.  One  family,  whose  son  or  daughter 
transferred  from  another  agency,  comment- 
ed that  their  expectations  of  the  other 
agency  were  not  fulfilled.  One  commented 
on  good  liaison  while  another  indicated  that 
although  specialist  information  was  sought 
it  was  not  always  listened  to  or  acted  on  by 
staff. 

Families  were  generally  positive  about  the 
opportunities  they  were  given  to  be  in- 
volved once  a  transfer  had  taken  place.  One 
respondent  indicated  that,  while  feeling  in- 
volved in  planning  and  developing  oppor- 
tunities, it  is  just  as  important  to  obtain  feed- 
back on  the  results  of  new  approaches  un- 


were  less  aware  of  this  process  than  staff 
based  in  houses  which  a  client  transferred 
into. 

Many  respondents  commented  on  the 
value  of  having  direct  contact  with  a  client 
prior  to  transfer.  Shadowing  clients  was  felt 
to  be  particularly  beneficial.  However,  the 
quality  and  quantity  of  shadowing  experi- 
ences seemed  to  vary  widely.  For  all  groups, 
it  seems  that  assumptions  were  made  about 
what  would  be  the  right  amount  of  contact 
with  families.  It  is  possible  that  staff  felt  it 
was  not  their  place  to  ask  families  if  they 
themselves  felt  that  the  level  of  contact  was 
appropriate  to  their  needs. 

Respondents  generally  felt  transfers  were 
handled  sensitively,  and  that  specialised  in- 
formation about  the  clients  needs  was 
sought  in  most  cases.  One  comment  reflect- 
ed uncertainty  about  whether  information 
was  used  and  another  indicated  that  there 
was  no  need  to  seek  specialist  information 
as  the  client  was  already  with  Sense 
Scotland. 

In  terms  of  feelings  of  involvement  fol- 
lowing a  client's  transfer,  there  was  a  clear 
distinction  between  staff  receiving  clients 
and  staff  working  in  houses  from  which 
clients  transferred.  The  latter  staff  group  felt 
there  was  a  loss  of  friendship,  a  severing  of 
ties.  One  commented  that  to  remain  in  con- 
tact with  a  client  could  lead  to  difficulties  as 


Develop  physical  and  learning  skills 

1 

Introduce  &  use  appropriate  communication 

2 

Provide  social/psychological  support 

3 

Provide  assessment  and  review 

4 

Tailor  individual  care 

5 

Enrich  living  experiences 

6 

Social  activities,  mixing  with  others 

7 

Respite  and  relief  to  parents/carers 

8 

Provide  specialist  forms  of  input 

9 

Constructive  forms  of  occupation 

10 

Resource  for  families  and  community 

11 

dertaken  as  a  result  of  discussions. 

Responses  from  staff 

Although  all  staff  working  in  houses  from 
which  clients  transferred  reported  that  they 
felt  involved  in  the  transfer,  this  statement 
is  qualified  by  one  statement  that  staff  in- 
volvement focused  on  the  practicalities  of 
transfer.  Also,  feelings  of  involvement  in  the 
process  of  assessing  a  client's  needs  differed. 
In  general,  staff  in  houses  from  which  a 
client  transferred  felt  less  involved  in,  and 


a  special  friendship  had  been  established 
with  the  client.  In  contrast,  most  respondents 
who  received  clients  into  the  house  in  which 
they  worked  felt  the  move  had  been  posi- 
tive for  the  client. 

Most  important  elements  in 
service  provision 

Some  of  the  items  included  in  the  question- 
naire invited  families  and  staff  to  rank  what 
they  believed  to  be  the  most  important  ele- 


Table  1: 
Reasons  for 
choosing 
Sense  Scotland 
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merits  in  service  provision.  We  wanted  to  en- 
sure that  the  service  elements  respondents 
were  asked  to  compare  were  legitimate  and 
valid.  We  therefore  incorporated  factors  de- 
scribed in  social  services  guidance  as  being 
important  in  determining  quality.  To  these 
we  added  two  that  we  believe  to  be  spe- 
cialised inputs  offered  by  Sense  Scotland.  We 
then  numbered  these  11  factors.  We  invited 
families  and  staff,  respectively  to  place 
alongside  the  numbers  their  own  rank 
score,  ranging  from  1-11.  The  elements  of 
service,  together  with  the  number  1-11,  are 
shown  in  Table  1 . 

Figure  1  presents  a  general  picture  of  what 
families  actually  regard  as  important  versus 
what  staff  think  families  regard  as  important 
elements  of  a  'good'  service. 

The  column  number  presents  the  partic- 
ular factor  referred  to  in  the  key.  The  hori- 
zontal white  bars  represent  combined  scores 
for  families;  shaded  bars  combined  staff 
scores.  If  staff  and  families  believed  that 
these  factors  shared  the  same  degree  of  im- 
portance, each  pair  would  be  the  same 
length.  The  greater  the  difference  between 
pairs,  the  bigger  the  difference  in  views.  The 
longer  the  horizontal  bar,  the  greater  the  im- 
portance of  that  element  to  family  or  to  staff. 

The  first  point  to  note  is  that  the  results 
from  families  show  a  much  wider  spread 
than  do  those  of  staff:  families  are  very  clear 
about  what  does  and  does  not  constitute  a 
'good'  service.  Staff  are  more  likely  to  see  in- 
dividual elements  as  all  being  of  equal  value 
to  families. 

If  we  compare  each  element,  consistency 
of  views  is  found  in  several  areas.  Families 


believe,  and  staff  think  families  believe,  pro- 
viding social /psychological  support,  as- 
sessment and  review,  specialist  forms  of 
input  and  constructive  forms  of  occupation 
are  of  roughly  the  same  importance. 

Views  are  most  diverse  between  families 
and  staff  on  1, 2, 5, 8, 11 .  That  is,  f amilies  be- 
lieve development  of  physical  and  learning 
skills,  tailoring  individual  care  and  intro- 
duction and  use  of  appropriate  communi- 
cation are  more  important  than  staff  believe 
these  are  to  families.  Lower  down  the  fam- 
ilies' lists  of  priorities,  than  staff  think  they 
are,  are  respite  and  relief  to  parents  /  carers 
and  resource  for  families  and  community. 
The  factor  families  regard  as  most  important 
is  Tailor  individual  care  followed  closely  by 
Develop  physical  and  learning  skills  and 
Introduce  &  use  appropriate  communica- 
tion. Families'  views  about  the  elements  of 
a  good  service  may  differ  from  what  staff  be- 
lieve are  families'  views. 

The  future 

These  results  have  helped  to  identify  areas 
on  which  we  will  make  improvements.  As 
part  of  the  process  of  consultation  we  will 
present  our  findings  to  a  larger  group  of 
families  and  staff.  We  will  use  this  event  to 
invite  comments  on  what  steps  could  be 
taken  to  improve  all  factors  that  are  involved 
when  a  client  transfers  into,  or  between, 
community  houses.  We  would  be  pleased  to 
describe  how  we  will  approach  these 
changes  in  a  future  Talking  Sense  article. 
Thanks  to  all  families  and  staff  who  took 
time  to  contribute  their  views. 
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Welcome  again  to  Newsleaf.  Many  thanks  to  all  those  who  have  contributed 
to  this  issue.  Keep  the  news,  views  and  plain  gossip  rolling  in.  On  the 
following  pages  you  will  see: 

H  Branch  News     ||  Branch  Profile      Q  Family  News      $  RAS  Profile       $$  Information 


Who  does  Sense  help  exactly? 


Families  have  asked 
Newsleaf  what  deafblind- 
ness  means  to  Sense  -  par- 
ticularly whether  a  person 
with  multiple  disabilities 
or  a  single  sensory  im- 
pairment and  additional 
disabilities  is  considered  a 
'Sense'  person. 

In  light  of  recent  papers 
written  for  the  Deafblind 
Services  Liaison  Group 
(DBSLG)  and  decisions 
Sense  has  made  about 
how  it  should  allocate  its 
untied  charitable  income, 
now  seems  a  good  time  to 
address  this. 

Mission  Statement 

Sense's  Mission  statement 
is  the  document  that  sets 
outs  the  organisation's  val- 
ues, aims  and  objectives. 
On  who  Sense  works  with 
and  for,  it  states: 

"Sense  is  a  national  vol- 
untary organisation  that 
works  and  campaigns 
with  and  for  people  who 
have  a  sensory  disability. 
Our  priority  is  people  who 
are  deafblind  -  which 
means  a  severe  impair- 
ment of  both  vision  and 
hearing  resulting  in 
unique  and  special  needs. 
In  addition  we  work  with 
people  with  a  single  sen- 
sory impairment  and 
other  disabilities." 

Further  definitions 

In  a  recent  document  writ- 
ten for  the  DBSLG  by 
Malcolm  Matthews  (Sep- 
tember 1996),  titled 
"Deafblindness:  A  Guid- 
ance of  Good  Practice  for 
Authorities",  both  deaf- 


blindness  and  dual  senso- 
ry loss  are  referred  to  as  a 
combination  of  sight  and 
hearing  loss  which  causes 
difficulties  with  commu- 
nication, access  to  infor- 
mation and  mobility. 

It  mentions  that  people 
who  are  born  deafblind 
may  also  have  additional 
problems  in  making  sense 
of  the  world  around  them 
with  particular  special 
educational  needs  and 
perhaps  behavioural  diffi- 
culties. 

Multi-sensory  impair- 
ment is  also  a  term  com- 
monly used  and  the  docu- 
ment refers  to  this  as  a  dual 
sensory  impairment  with 
complex  multiple  disabil- 
ities which  increasingly 
includes  a  range  of  physi- 
cal and  medical  needs.  It  is 
often  used  in  an  educa- 
tional context  and  would 
include  those  people  who 
may  function  as  deafblind. 

A  person  who  functions 
as  deafblind  may  well 
have  sight  and  hearing 
that  operates  but  some- 
how the  brain  is  unable  to 
translate  the  signals  effec- 
tively While  very  difficult 
to  assess,  especially  for 
those  people  with  multiple 
disabilities,  this  obviously 
has  a  profound  effect  on  a 
person's  ability  to  under- 
stand the  world  around 
them  and  requires  early 
input  and  development 
opportunities  in  the  same 
way  as  those  who  can  be 
assessed  as  deafblind. 

Priority  Groups 

Given  that  Sense  is  com- 


mitted to  working  with 
those  people  included  in 
the  above  definitions,  it 
has  also  had  to  prioritise 
certain  groups  of  deaf- 
blind people,  when  it 
comes  to  allocating  chari- 
table income. 

Sense's  Council,  made 
up  of  the  trustees  of  the  or- 
ganisation, has  recently 
agreed  what  these  priority 
groups  should  be  (in  pri- 
ority order):  deafblind 
children;  congenitally 
deafblind  people;  people 
with  Usher  Syndrome; 
people  with  acquired  deaf- 
blindness;  older  people 
with  acquired  deafblind- 
ness; people  with  a  single 
sensory  impairment. 

This  obviously  has  an 
effect  on  how  Sense 
spends  its  charitable 
money  and  how  Sense  ser- 
vices operate.  For  exam- 
ple, the  1997  Holiday  pro- 
gramme will  take  into  ac- 
count this  priority  group 
order  in  allocating  places 
for  the  summer. 

Any  Conclusions? 

All  this  means  is  that 
Sense  works  with  a  range 
of  sensory  impaired  peo- 
ple because  it  recognises 
that  any  sensory  disability 
has  an  enormous  affect  on 
someone's  development 
and  understanding  of  the 
world  around  them.  All 
our  services  reflect  this. 
Increasingly  Sense  has 
contact  with  people  who 
have  multiple  disabilities 
with  a  range  of  complex 
needs. 


As  well  as  deafblind 
people  (and  those  that 
function  as  deafblind)  we 
work  with  those  who  have 
single  sensory  impair- 
ments and  additional  dis- 
abilities. However  when 
allocating  charitable  in- 
come people  with  a  single 
sensory  impairment  will 
not  receive  as  high  a  pri- 
ority. 

People  often  ask  how 
many  deafblind  people  are 
in  contact  with  Sense?  It  is 
often  very  hard  to  draw 
any  conclusions  from  data 
we  have  because  it  is  often 
collected  for  very  different 
reasons.  However  Sense  is 
in  the  process  of  setting  up 
a  new  database  and  per- 
haps we  will  try  to  address 
this  issue  in  a  future  edi- 
tion of  Newsleaf. 

Some  of  these  decis- 
ions may  affect  you 

Many  readers  of  Newsleaf 
may  want  to  comment  on 
the  decisions  that  Sense 
has  taken.  Newsleaf 
would  welcome  your 
comments  and  thoughts 
so  please  do  get  in  touch. 
It  is  also  important  that 
Sense  hears  the  views  of 
those  people  who  are  af- 
fected by  its  decisions. 
Newsleaf  can  pass  on  any 
comments  to  the  appro- 
priate people. 

If  you  would  like  any 
more  information,  or 
would  like  to  see  any  of  the 
documents  referred  to, 
please  get  in  touch.  You 
can  contact  Newsleaf  at 
Sense  Head  Office. 
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Avon  Branch 

Sense  Avon  Branch  had  a  very  hectic  run  up  to 
Christmas  with  a  pantomime  put  on  for  the  parents  and 
younger  children  who  attend  Woodside  on  Fridays.  A 
great  time  was  had  by  all.  The  Christmas  disco  was  qui- 
eter than  usual  but  a  great  success  none  the  less. 

We  were  very  excited  when  The  Princess  Royal  visit- 
ed in  January  (see  page  3)  and  we  are  investigating  the 
need  for  and  possibility  of  respite  care  and  post- 19  pro- 
vision in  this  area. 

Nottinghamshire  Branch 

As  you  may  have  noticed  the  Nottingham  Branch  have 
not  written  a  piece  in  Newsleaf  for  some  time.  However, 
this  does  not  necessarily  mean  that  we  haven't  been  up 
to  much.  As  far  as  humanly  possible  we  have  been  pro- 
moting our  existence  and  giving  information  to  parents, 
carers,  and  other  interested  parties  -  including  students! 

In  the  last  year  we  have  seen  a  Sensory  Garden  de- 
veloped at  Wollaton  Hall,  a  local  beauty  spot,  and  the 
opening  of  the  first  Sense  shop  in  the  area.  The  branch 
have  not  been  directly  involved  but  we  welcome  such 
developments  as  they  further  raise  the  profile  of  the 
needs  for  deafblind  people. 

Just  before  Christmas  the  Branch  received  two  letters 
from  10  year  old  boys  in  West  Africa,  who  were  deaf  and 
partially  sighted.  They  were  asking  for  help  in  supply- 
ing them  with  mathematical  equipment.  As  a  result  of 
this  we  discovered  that  it  is  free  to  send  parcels  to  blind 
people  anywhere  in  the  world  by  surface  mail  and  only 
20p  per  kilo  by  airmail. 

On  a  personal  note,  the  Branch  Secretary  -  Alison 
Armes,  has  had  another  addition  to  the  family  (Timothy 
James,  weighing  in  at  81b  7oz  and  is  loved  by  her  big  sis- 
ter) while  Chris  Wilding  has  finally  moved. 

For  the  future  we  hope  to  see  more  people  involved 
with  the  branch,  to  continue  to  argue  for  better  services 
for  deafblind  people  and  hopefully  one  day  see  the  open- 
ing of  the  first  Sense  residential/day  care  centre  in 
Nottingham. 

South  West  Branch 

It  was  with  great  sadness  in  the  South  West  that  we 
learned  of  the  sudden  death  of  Margery  Harrison  (see 
pages  22  and  38). 

As  Chairman  of  Sense  South  West  Branch  ['Id  like  to 
pay  tribute  to  all  the  work  and  fundraising  she  did  for 
'  ■•  ■  i  South  West  in  th<  short  time  she  was  down  here. 
Our  thoughts  and  prayers  are  with  Henry,  Christine  and 
her  family. 

Xorth  West  Branch 

Our  last  branch  meeting,  held  on  11th  November,  was 
very  well  attended  with  16  of  us  there.  It  was  lovely  to 
•/•<■  -,<,  many  far  cs.  Joff  c  ame  up  from  London  and  Rachel 


Jefferson  came  from  Rotherham  to  talk  about  the  future 
plans  for  developing  the  North. 

In  the  future  it  would  be  great  to  see  a  family  day  in 
the  North. 

Essex  Branch 

Our  branch  is  now  2  years  old  and  has  come  a  long  way 
since  the  initial  meeting  on  February  4th  1995.  That  meet- 
ing led  to  a  larger  inaugural  meeting  where  there  was 
an  overwhelming  expression  of  need  for  a  Sense  branch 
in  the  county  of  Essex  and  14  people  expressed  interest 
in  sitting  on  the  committee. 

In  the  two  years  since,  there  have  been  many  achieve- 
ments. We  have  a  membership  of  over  one  hundred  peo- 
ple with  many  more  wanting  to  be  kept  in  touch  with 
developments.  There  is  a  wide  range  of  people  interest- 
ed -  those  who  are  deafblind,  their  families/ carers,  other 
voluntary  organisations,  staff  from  social,  health  and  ed- 
ucation services,  librarians,  interpreters.. .the  list  goes  on. 

The  committee  has  met  about  14  times,  sharing  infor- 
mation, planning  events  and  trying  to  lay  firm  founda- 
tions for  the  branch. 

We  have  been  able  to  respond  to  requests,  provide  in- 
formation on  services  such  as  interpreters,  linked  peo- 
ple to  appropriate  sources  of  help  and  have  on  occasion 
been  able  to  provide  a  listening  ear. 

Deafblind  people  and  those  with  sensory  impairments 
have  been  involved  in  many  ways  from  giving  talks,  pro- 
ducing the  newsletter,  sharing  their  views  with  re- 
searchers to  being  on  the  committee. 

Five  events  have  been  organised  so  far  from  the  social 
to  the  informative  with  everything  in  between.  By  the 
time  you  read  this  there  will  have  been  talks  from 
Graham  Hicks  and  Lindy  Wyman,  both  from  Sense. 

Perhaps  one  of  the  most  effective  areas  was  our  in- 
volvement on  a  Visual  Impairment  Working  Party  whose 
work  led  to  some  research  commissioned  to  look  into  the 
numbers  and  needs  of  deafblind  people  in  Essex.  The  re- 
port, undertaken  by  the  RNIB  and  called  "Thinking  Dual 
Sensory  in  Essex",  has  been  completed  and  we  hope  it 
could  be  the  basis  for  the  further  development  of  services 
for  deafblind  people. 

We  appreciate  the  numerous  offers  of  help  we  have  re- 
ceived locally  and  the  support  given  by  Sense  Head 
Office  and  the  South  East  Region.  As  always  we  contin- 
ue to  look  for  more  help... 

Of  course  there  have  been  difficulties  and  they  have 
included  the  expense  of  providing  interpreters  and  trans- 
port to  and  from  meetings  as  well  as  the  cost  of  photo- 
copying and  postage  involved  in  publicising  our  events. 
Connected  to  this  are  the  difficulties  we  have  had  in  get- 
ting fundraising  off  the  ground. 

To  end  on  a  positive  note,  we  are  continuing  to  discover 
the  strength  of  interest  in  deafblindness  within  the  coun- 
ty, the  level  of  co-operation  which  exists,  the  numbers 
of  people  out  there,  the  lack  of  support  available  and  how 
much  there  is  still  to  be  done  for  every  age  group. 
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South  Coast  Branch 

Since  the  launch  of  the  Branch  the  group  has  been  in- 
volved in  a  sponsored  walk,  brilliantly  organised  by  one 
of  our  members,  Rosemary  Botling,  which  raised  £671. 
The  group  also  attended  the  signed  performance  of 
Cinderella  at  De  le  Warr  Pavillion,  Bexhill  which  was 
thoroughly  enjoyed  by  all. 

We  are  currently  planning  next  year's  events  which 
we  hope  will  include  a  Seminar  day  and  a  family  fun 
day.  A  carnival  float  and  another  sponsored  walk  will 
take  place  later  in  the  year. 


Preparations  for  the  sponsored  walk 


BRANCH  PROFILE 


Following  an  idea  suggested  to  Newsleaf  we  randomly  selected  one  branch  to 
be  profiled.  We  hope  to  provide  a  snapshot  of  each  branch  in  an  informative  and 
yet  lighthearted  way.  In  putting  together  the  questions  for  the  profile  Newsleaf 
offers  apologies  to  all  questionnaires  from  teeny-bob  interviews  in  Smash  Hits 
to  Pass  Notes  in  the  Guardian.  There  is  also  a  personal  apology  from  the  editor 
for  the  Billy  Bragg  reference!  To  find  out  who  was  selected  first,  read  on.... 


Name  of  the  Branch:  Sense  Nottinghamshire  Branch 

When  was  the  branch  formed:  We  think  it  was  1989, 
but  without  going  through  the  archives  (my  loft)  we 
can't  be  sure! 

What  area  does  the  branch  cover:  Nottinghamshire 
area  and  others  close  by  if  families  need  us. 

Who  is  it  for:  For  parents  and  carers  and  anyone  else 
with  an  interest  in  deafblindness. 

Outline  the  purpose  of  the  branch:  To  give  support, 
help,  information  and  advice  within  our  own  abilities. 
To  persuade  the  local  authorities  and  other  organisa- 
tions that  there  are  insufficient  services  for  the  deaf- 
blind  in  the  Nottinghamshire  area.  Our  dream  would 
be  for  a  Sense  residential/day  centre.  I  suppose  we 
would  hope  to  be  there  for  anyone  who  may  need  us. 

What  would  you  like  to  see  the  branch  doing  this 
year:  To  organise  a  day  workshop/get-together  for 
parents,  carers  and  other  interested  parties. 

How  do  you  stay  in  touch  with  the  branch's  mem- 
bers: By  telephone  and  occasional  meetings,  though 
the  local  Sainsburys  is  always  a  good  place  for  a  chat! 

Name  three  vital  ingredients  that  make  up  the 
branch:  Humour,  enthusiasm,  patience  and  willing- 
ness to  give  support.  I  know  that  is  four  but  we  can't 


count,  which  reminds  me  -  is  there  a  treasurer ? 

What  one  thing  would  improve  the  running  of  the 
branch:  More  hours  in  the  day. 

Most  memorable  branch  moment?:  Our  first  day  out- 
ing for  the  members.  We  hired  a  bus  and  went  to 
Butlins,  Skegness.  It  was  a  great  day  enjoyed  by  all, 
we  sang  all  the  way  home  and  got  up  to  other  things 
which  unfortunately  are  unsuitable  for  publication. 

Most  embarrassing  branch  moment?:  On  the  return 
journey  from  our  day  out  with  Butlins,  we  ran  out  of 
nappies  and  sick  bags! 

What  would  you  like  to  see  Sense  do  that  it  does  not 
do  already:  Start  doing  the  lottery  so  we  win  millions 
and  have  more  to  spend  on  services ,  set  up  more  res- 
idential and  specialised  placements  around  the  coun- 
try and  have  a  national  publicity  campaign. 

In  a  perfect  world but  this  is  reality  so :  We  will 

continue  to  make  our  presence  known  and  continue 
to  fight  for  better  services. 

What  would  you  most  likely  hear  said  at  a  branch 
meeting:  "We  will  ask  Joff..."  or  "Where  were  we..?" 

What  would  you  least  likely  hear  said  at  a  branch 
meeting:  "we've  spent  enough  time  talking  about  that 
item,  so  lets  get  on  with  the  others". 
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Loop  the  loop? 


A  long  overdue  break 


We  recently  put  in  a  re- 
quest to  our  local  council 
for  a  personal  loop  for 
Matthew,  aged  31.  The 
first  call  was  to  the  duty 
social  worker  who  did  not 
know  what  a  loop  was  I 
even  had  to  spell  the 
word. 

After  6  weeks  and  no 
reply  I  phoned  again.  With 
the  help  of  the  switch 
board  operator  I  managed 
to  track  down  the  Tech- 
nical Officer,  who  did 
home  visits  with  a  loop 
that  the  council  supplied, 
but  which  proved  unsuit- 
able. 


We  are  now  following 
up  some  different  firms, 
with  the  local  hospitals 
help,  and  will  go  back  to 
the  council  when  a  com- 
patible loop  has  been 
found,  to  see  if  they  will 
fund  it. 

I  have  since  found  out 
there  is  no  longer  a  social 
worker  for  the  deaf. 

We  would  love  to  hear, 
in  Newsleaf,  how  other 
people  fair  with  help,  back 
up  and  contact  from  their 
own  councils  who  are 
often  the  first  point  of  call. 

Marion  Brook 


An  extended  wait? 


When  Shari  was  about  10 
years  old,  Dalou  and  I  de- 
cided to  approach  the 
local  council  for  some  fi- 
nancial assistance  to  adapt 
our  house  with  disabled 
facilities  to  accommodate 
the  fact  that  Shari  was  get- 
ting older  and  heavier. 
Well  its  taken  until  now 
for  us  to  be  able  to  say  we 
have  succeeded!  Shari  is 
15. 

It  was  a  long  hard  fight 
but  not  having  to  carry 
Shari  up  and  down  the 
stairs  is  wonderful. 

Our  fight  for  help  went 
through  the  ranks  of  the 
council  office,  through  to 
none  other  that  Mr 
Rhodes-Boyson  MP  who 
in  turn  wrote  to  Michael 
Hestletine,  whose  reply 
more  or  less  left  the  deci- 
sion to  the  local  authority. 

Just  before  Christmas 
Shari  moved  into  her  own 
bedroom  with  adjacent 
shower  and  toilet  facilities 
which  has  involved  con- 
tlg  existing  rooms  so 


we  now  have  a  new 
kitchen  and  dining  room 
plus  a  ramp  for  a  wheel- 
chair. We  had  to  find  20% 
of  the  cost  ourselves  but  it 
was  worth  it. 

There  were  times,  as  we 
kept  getting  a  lot  of  nega- 
tive replies  from  various 
people,  when  we  felt  like 
giving  up,  but  we  stuck  it 
out  and  thankfully  life  is  a 
bit  easier  now. 

Val  Waite 


After  9  years  of  trying  to 
get  appropriate  respite 
care  for  Jennie  we  have  at 
last  arranged  for  the  local 
respite  care  hostel  to  have 
her  for  one  night  a  week 
and  one  weekend  every 
4/6  weekends  with  addi- 
tional one  to  one  support. 

Jennie  appears  to  be  ac- 
cepting it  and  it  has  been 
a  most  welcome  break. 
Our  sons  of  9  and  5  were 
amazed  at  what  we  were 
able  to  do,  especially  trav- 
elling by  bus  and  train  and 
walking  up  steps  without 
having  to  search  for  a  lift. 

Jennie  is  also  showing 
her  one  to  one  care  staff 
what  looking  after  a  multi- 
sensory  impaired  child  is 
really  like. 


So  if  you  are  still  trying, 
don't  give  up  -  it  is  worth 
it. 

What  the  brother 
said 

Jennie's  5  year  old  broth- 
er, on  her  first  respite 
night,  with  his  brother 
away  at  school  camp, 
commented, 

"I  have  never  been  out 
with  you  (Mum  and  Dad) 
on  our  own  before  -  it  is 
really  nice,  but  strange" 

and  on  Jennie's  first 
weekend  away, 

"I  really  enjoyed  being 

able  to but  I  did  miss 

Jennie!" 

Mandie  Lewis 


A  Tribute  to 
Margery  Harrison 


I  am  sure  many  readers  of 
Newsleaf  will  be  sad  to 
hear  of  the  death  of 
Margery  Harrison  and 
will  share  the  thoughts  of 
the  very  fitting  tribute 
which  appears  (on  page 
37)  in  Talking  Sense. 

Her  contribution  to  the 
Sense  Branch  network  and 
family  involvement  with- 
in the  organisation  was 


huge  and  it  was  a  great 
privilege  to  have  worked 
with  her  at  Branch  meet- 
ings, Family  forum  and 
other  family  events  as  well 
as  to  have  enjoyed  her 
contributions  to  Newsleaf. 
She  will  be  greatly 
missed  by  us  all  and  are 
thoughts  are  with  her  fam- 
fly. 

Joff  McGill 


Lost  property 

Found  recently  in  the  Ball  Pool  at  the  Ealing  Family 

Centre  -  an  item  of  jewellery  which  is  probably  of  great 

sentimental  value. 

If  you  think  it  might  be  yours  please  telephone 

David  Brown  with  a  description. 

Tel:  0181  991  0513. 
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Two  useful  organisations 
in  the  South  East. 


Special  Communication 
Needs 


Alan  Hornblow  has  re- 
cently received  a  grant  for 
some  computer  equip- 
ment. It  was  provided  by 
an  organisation  that 
works  with  people  with  a 
visual  impairment  up  to 
the  age  of  25.  The  organi- 
sation, the  Blatchington 
Court  Trust,  works  in  the 
south  east  region  with  em- 
phasis on  the  two 
Sussexes. 

Alan  was  assessed  for 
the  equipment  by  the 
Foundation  for  Comm- 
unication for  the  Disabled 
who  were  able  to  provide 


the  equipment  once  the 
Blatchington  Court  Trust 
had  agreed  the  funding. 

For  more  information 
on  either  of  these  two  or- 
ganisations, contact: 

Blatchington  Court 
Trust,  Ridgeland  House, 
165  Dyke  Road,  Hove, 
East  Sussex  BN3  1TL,  tel 
01273  727222,  fax  01273 
722244. 

Foundation  for  Comm- 
unication for  the  Disabled, 
Beacon  House,  Pytorel 
Road,  West  Byfleet,  Surrey 
KT14  6LD. 


This  organisation,  based 
in  Kent  has  recently  re- 
ceived a  grant  from  the 
National  Lottery  Charities 
Board  to  provide  training 
in  BSL  up  to  Stage  1  level 
for  people  who  are  disad- 
vantaged through  hear- 
ing loss,  disability  or  un- 
employment, and  for  the 
unpaid  carers,  volunteers 
and  families  of  people 
who  would  benefit  from 
Total  Communication  and 
Sign  Language  skills,  in- 


cluding people  with  sen- 
sory impairments  and 
learning  difficulties. 

Because  of  the  lottery 
award  Special  Comm- 
unication Needs  are  able 
to  provide  such  training 
free.  If  you  would  like 
more  information  then 
please  get  in  touch  with 
Stephanie  Hugh,  SCN, 
Barn  Oast,  Woodfalls, 
Laddingford,  Kent,  ME18 
6DA,  tel  (voice  and  mini- 
corn)  01622  873232. 


Fistfields  Sensory  Unit 


Continuing  the  series,  Alan,  Jasmin,  Claire  and  Jo  this  week  look  at  'Talking, 
Writing  and  our  Diaries'. 


Writing 


Talfdry 
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Regional  Advisory  Service 


In  the  past  readers  of  Newsleaf  have 
asked  for  profiles  of  Sense  services 
to  understand  what  is  on  offer  and 
who  delivers  them.  Putting  names  to 
faces  was  one  of  the  main  concerns. 
As  always  (I  hope!),  Newsleaf  has 
responded  to  the  challenge  and 
profiled  what  for  many  will  be  the 
first  point  of  contact  within  Sense  - 
The  Regional  Advisory  Service  (RAS). 


In  Northern  Ireland,  Richard  Devlin,  Maranna 
Bradley  and  two  part  time  advisory  officers,  Michelle 
Simpson  and  Deborah  Stevenson  try  to  support  fam- 
ilies in  ways  most  appropriate  to  them  within  the  re- 
sources available.  While  they  might  not  always  have 
all  the  answers  they  are  there  to  be  used,  and  are  of 
direct  use  to  families.  They  will  listen  to  them  and  get 
things  done. 


What  is  the  Regional  Advisory  Service? 

"It  is  the  frontline  service  within  the  range  of  re- 
gional services,  that  aims  to  empower  people  who  are 
deafblind  within  each  region  and  to  support  them  and 
their  families,  enabling  them  to  gain  access  to  avail- 
able services." 

RAS-Report  of  the  Working  Group,  1995 

Such  a  definition  reflects  that  the  service  will  mean  dif- 
ferent things  to  different  people,  so  if  we  start  with  the 
staff  that  deliver  the  service  perhaps  we  will  build  up 
more  of  a  picture. 

Who  delivers  the  RAS? 

Although  a  national  service,  it  is  delivered  regionally, 
Newsleaf  gathered  the  thoughts  of  these  'Regional 
Advisory  Officers'  on  how  they  see  the  service: 


In  the  Midlands  part  of  Sense  West,  Jenny  Fletcher, 
Joan  Spriggs  and  Krystyna  Ceislik  form  a  team  which 
offers  information  on  all  aspects  of  deafblindness. 
Advice  is  given  following  assessments  which  may  be 
comprehensive  and  look  at  all  aspects  of  development, 
or  at  a  particular  area  such  as  appropriateness  of  local 
respite  provision.  Families  are  visited  in  the  home  or 
in  our  new  Regional  Assessment  Centre,  which  is 
adapted  to  suit  adults  as  well  as  children.  They  also 
provide  support  through  annual  holidays,  family  get 
togethers,  a  weekly  swimming  group  and  attendance 
at  case  conferences  and  reviews. 


Sense  Cymru  have  recently  appointed  Nia  Jones  to 
be  their  new  regional  adviser. 


Within  the  South  West  part  of  the  Sense  West  region, 
Philippa  May  works  full  time  from  her  home  base  in 
Devon.  She  is  a  first  point  of  contact  for  all  families  in 
the  region  and  offers  them  a  service  of  support  cov- 
ering all  issues  relating  to  deafblindness  and  all  aspects 
of  disability.  This  might  be  help  and  advice  regarding 
benefits,  general  advice  on  access  to  other  services 
(such  as  post  16  and  post  19  placements)  or  a  coun- 
selling service  where  appropriate  and  sought. 
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Contact  points 

So  if  you  have  a  question  or  an  issue  you  would  like 
to  discuss  and  you  are  not  quite  sure  where  to  start, 
the  chances  are  the  RAS  would  be  a  good  place.  To  find 
them,  contact: 

Philippa  May,  Telephone  01647  440887  or  mobile  0850 
109410  or  through  any  other  Sense  region  or  office  (eg 
Andlaw  House,  126  Bartholomew  Street  West,  Exeter, 
Devon,  EX4  3AL) 

Sue  Davis,  Sense  East  Outreach  Services,  Top  Floor, 
8  West  Parade,  Lincoln,  LN1  1JT,  Tel  01522  576770,  Fax 
01522  576775. 

Rachel  Jefferson,  Sense  Rotherham,  Melton  House, 
99  Gerard  Road,  Rotherham,  S60  2PN,  Tel  01709  371448 
(voice  and  minicom),  Fax  01709  382833 


Anna  Pugh,  Sense  South  East,  Hanover  House,  76 
Coombe  Road,  Norbiton,  Surrey,  KT2  7JE,  Tel  0181  451 
1147  minicom  0181  541  1938,  Mobile  0850  093715. 

Richard  Devlin,  Sense  Northern  Ireland, 
Knockbracken  Healthcare  Park,  Saintfield  Road,  Belfast, 
BT8  8BH,  Telephone  01232  705858,  Fax  01232  705688. 

Jenny  Fletcher,  Joan  Spriggs,  Krystyna  Ceislik,  Sense 
West  (Midlands),  Princess  Royal  Centre,  4  Church  Road, 
Edgbaston,  Birmingham,  B15  3TD,  Tel  (voice  and  mini- 
com) 0121  456  1564,  Fax  0121  452  1656. 

North  Wales,  c/o  June  Hoy,  Shand  House,  20 
Newport  Road,  Cardiff,  CF2 1 YB,  Tel/Fax  01222  457641, 
Minicom  01222  499644. 


Rachel  Jefferson  works  in  Sense's  newest  region,  the 
North  and  is  based  in  Rotherham.  She  offers  a  service 
that  is  available  to  anyone  of  any  age  that  provides  a 
central  point  of  contact,  a  listening  ear  independent 
from  social  services,  information,  advice  and  support. 
If  she  doesn't  know  something  she'll  definitely  attempt 
to  find  out  and  can  offer  support  by  visiting  people, 
verbally  over  the  phone  or  by  putting  people  in  touch 
with  each  other. 


In  the  East,  Sue  Davis  is  the  Family  Support  Worker 
and  is  part  of  the  Sense  East  Outreach  services  team 
based  in  Lincoln.  She  offers  a  comprehensive  service 
looking  at  the  whole  family's  needs  and  helping  them 
negotiate  with  other  agencies  to  get  the  necessary  ser- 
vices. She  will  follow  all  things  through  and  will  not 
be  just  another  person  who  flits  into  the  families  life 
with  promises  and  then  disappears. 


Next  stop  is  Anna  Pugh  who  works  in  Sense  South 
East's  new  offices  in  Norbiton  as  part  of  the  team  man- 
aged by  Lindy  Wyman.  She  offers  advice  and  infor- 
mation on  all  Sense  national  and  regional  services,  in 
addition  to  information  on  local  resources  and  sup- 
port, and  is  a  first  point  of  contact  which  means  that 
families  can  get  the  advice  they  need  quickly  with  lit- 
tle confusion. 
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How  is  the  Regional  Advisory  Service 
delivered? 

While  they  all,  in  one  way  or  another,  have  relevant  qual- 
ifications and  knowledge  of  deafblindness  for  the  role, 
perhaps  more  importantly  they  show  in  abundance  the 
ability  to  listen,  to  persevere  and  to  show  a  good  sense 
of  humour. 

Newsleaf  attempted  to  find  out  more  about  these 
super  human  members  of  staff  and  what  makes  them 
tick,  bv  studying  the  items  they  carry  around  with  them. 
There  were  many  interesting  discoveries.  For  instance 
all  but  one  of  them  carries  their  diary  with  them  at  all 
times.  Mobile  phones  are  also  carried  by  many  of  them 
-  necessity  or  poseability?  Well  the  fact  that  maps,  di- 
rections, spare  blankets  and  magazines  for  those  lone- 
ly  coffees  in  motorway  sendees  are  also  carried  by  the 
workers  suggests  the  need  to  travel  long  distances  and 
thus  the  necessity  of  mobile  phones. 

The  practicalities  of  the  job  were  evident  in  the  shiny 
shakers,  slinkies  and  drums  carried,  while  of  the  more 
bizarre  items  carried  Newsleaf  noted  a  selection  of  par- 
tially gone  off  fruit  in  a  vain  attempt  to  eat  more  health- 
ily and  a  boundless  optimism  about  the  human  condi- 
tion (neatly  wrapped,  of  course!). 

What  is  common  to  them  all? 

It  was  clear  that  across  the  UK  the  RAS  puts  families  first, 
responds  to  their  needs  and  offers  the  support,  advice 
and  information  that  families  are  looking  for  however 
simple  or  complex  the  family's  request  may  be.  The  RAS 
can  give  families  the  tools,  either  verbal,  physical  or  prac- 
tical to  help  them  obtain  placements,  resources  or  to  de- 
velop further.  The  service  supports  families  with  chil- 
dren of  all  ages. 

It  is  a  service  that  is  there  to  be  used  and  a  sendee  that 
also  helps  inform  Sense  of  what  families  full  needs  are 
and  therefore  the  most  appropriate  ways  for  the  or- 
ganisation to  respond. 

As  a  first  point  of  contact,  key  to  the  RAS  are  the  ser- 
vices they  are  able  to  refer  families  on  to.  These  might 
be  within  Sense  and  include:  residential,  Family 
Education  Advisory  Services,  intervenor,  day,  guide- 
communicator,  skilled  staff  within  Sense  (eg  on  chal- 
lenging behaviour),  specialist  assessments,  branches,  ac- 
quired deafblind  workers,  the  Usher  team,  Holidays,  or 
Campaign  staff. 

Outside  Sense,  referral  might  be  to  those  services  pro- 
vided by  health  and  education  authorities,  social  ser- 
vices and  other  voluntary  organisations. 

Obviously  referrals  will  vary  locally  depending  on 
what  is  available  and  the  financial  constraints  that  local 
authorities  and  Sense  are  working  with. 

What  advice  can  the  RAS  offer? 

Of  c  ourse  each  individual  case  will  require  a  specific  re- 


sponse, however  there  are  some  useful  hints  that  they 
can  offer  all  families.  Indeed  they  are  the  sort  of  hints 
and  advice  that  you  will  read  about  commonly  in 
Newsleaf  from  other  families'  stories. 

Families  should  be  clear  about  what  they  want  and 
need,  carefully  collect  the  evidence  and  information  to 
support  your  case,  be  well  prepared  for  interviews  or 
meetings,  keep  notes  of  what  is  said  by  who,  use  any- 
thing that  is  helpful  to  you  in  getting  what  you  want, 
don't  be  fobbed  off  by  unhelpful  people  and  persevere! 

What  of  the  future? 

Sense  has  made  a  commitment  to  ensure  that  a  mini- 
mum network  of  the  RAS  Sense  is  established  across 
England,  Northern  Ireland  and  Wales.  The  sendees 
should  provide  information,  advocacy  and  support 
which  will  ensure  an  adequate  sendee  funded  by  the  rel- 
evant authority. 


A  Conference 

Eastbourne  and  County  Health  Care,  in  collaboration 
with  the  National  Children's  Bureau  and  the  British 
Institute  for  Learning  disabilities,  have  organised  a  na- 
tional conference  to  take  place  at  the  T&G  Conference 
Centre,  Eastbourne  on  March  6-7th,  1997. 

Entitled  "Partnership:  from  theory  to  practice"  it  is  a 
conference  to  promote  good  practice  in  child  disabil- 
ity services.  It  aims  to  introduce  participants  to  new 
ideas,  current  research  and  good  practice  in  working 
with  families  who  have  children  with  learning  dis- 
abilities and  to  give  and  opportunity  to  reflect  upon 
and  learn  from  practice  in  other  services. 

Key  speakers  will  include  Phillipa  Russell  of  the 
National  Children's  Bureau  talking  about  "New  role  for 
parents?  Partners  in  policy  making",  Peter  Appleton 
from  the  University  of  Wales  speaking  on  "Beyond  bu- 
reaucratic teams:  care  co-ordination  for  children  with 
disabilities"  and  Hilton  Davis  from  the  Lewisham  and 
Guy's  Mental  Health  Trust  with  a  talk  on  "The  Parent 
Advisor  service:  evaluating  a  model  of  partnership" 

There  will  also  be  workshops  on  'Children's  registers 
as  a  planning  tool',  'The  partnership  model  of  fami- 
lies of  children  with  challenging  behaviour', 
'Partnership  in  communication',  'Lessons  from  joint 
commissioning',  and  'Working  inside  families'. 


If  you  would  like  any  more  information, 

please  contact: 

Pamela  Manfield,  CNS,  Woodside,  The  Drive,  Hellingly, 

Hailsham,  East  Sussex,  BN27  4ER,  tel  01323  440022. 
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Talking  Typetalk  ^ 


For  a  friendly  chat,  a  business  request, 
a  dental  or  doctor's  appointment,  con- 
tact with  the  family,  access  to  informa- 
tion or  simply  conversation  -  the  telephone 
is  invaluable. 

Yet  deaf,  deafblind  and  speech  impaired 
people  can  feel  excluded  from  the  telephone 
network.  Excluded  from  the  kind  of  freedom 
many  others  enjoy.  Even  those  that  com- 
municate across  the  telephone  network 
using  textphones  can  feel  restricted,  having 
to  rely  on  others  to  make  telephone  calls  to 
non-textphone  users.  This  lack  of  indepen- 
dence can  be  frustrating  -  but  it  needn't  be. 

Typetalk,  the  National  Telephone  Relay 
Service  enables  deaf,  deafened,  hard  of  hear- 
ing, deafblind  and  speech  impaired  people 
to  gain  access  to  anyone  on  the  telephone 
system,  anywhere  in  the  world  and  in  the 
strictest  of  confidence.  This  means  that  ac- 
cess to  the  local,  national  and  international 
telephone  system  is  only  a  Typetalk  call 
away. 

To  enable  this  to  happen,  a  team  of  over 
300  telephone  operators  link  calls  between 
textphone  users  and  hearing  people,  365 
days  a  year,  24  hours  a  day. 

To  make  a  call,  the  textphone  user  simply 
contacts  Typetalk  and  after  a  few  simple 
questions,  types  their  message  through 
their  textphone.  The  information  appears  on 
the  operators  computer  screen  and  it  is  then 
read  to  the  hearing  person.  The  hearing  per- 
son's response  is  then  typed  by  the  opera- 
tor back  to  the  textphone  user. 

Alternatively,  at  any  time  in  the  conver- 
sation, the  textphone  user  may  choose  to 
speak  directly  to  the  hearing  person  and  the 
operator  will  type  the  hearing  persons 
reply. 

The  Typetalk  service  also  includes  a  Text 
Users  Emergency  Service  which  allows 
textphone  users  access  to  the  emergency  ser- 
vices, in  the  event  of  a  life  threatening  situ- 
ation. 

Access  to  the  Typetalk  service  costs  no 
more  than  a  conventional  phone  call. 
Registration  to  Typetalk  is  free  and  calls 
through  Typetalk  are  charged  at  the  same 
rate  as  if  they  were  dialled  direct.  Emergency 
Service  calls  are  free. 

Run  by  The  Royal  National  Institute  for 
Deaf  People  (RNID)  and  funded  by  BT,  the 
service  began  life  in  Liverpool  in  1991  and 


has  helped  revolutionise  many  peoples 
lives. 

Steven  Hazelhurst  writes: 

"I  am  deafblind  myself  and  employed  by 
Deafblind  UK  as  Technical  Officer.  My  role 
is  to  develop  the  Hearing  and  Sight 
Impaired  Communications  (HASICOM) 
service  of  Deafblind  UK,  which  supports  its 
members  in  the  area  of  computer  applica- 
tions, with  special  emphasis  on  use  of  the 
telephone,  which  is  of  such  vital  importance 
to  the  deafblind. 

I  use  Typetalk  daily  at  work  to  contact 
everyone,  from  general  enquiries  about 
Deafblind  UK  services,  to  technical  support 
and  the  sales  departments  of  companies  we 
use  to  obtain  equipment  and  software.  It  also 
means  that  all  these  people  can  call  me  di- 
rectly, rather  than  go  through  another 
Deafblind  UK  member  of  staff  interpreting 
the  call  in  manual. 

In  general,  there  is  no  problem  getting 
company  staff  and  other  people  to  use 
Typetalk,  which  is  straightforward  and  the 
operators  are  friendly  and  helpful. 

Without  Typetalk  I  would  be  unable  to 
pursue  my  work  with  such  direct  contact 
with  the  people  I  need  to  talk  to  -  a  direct- 
ness that  hearing  people  take  for  granted  in 
their  day-to-day  lives. 

Support  for  deafblind  people  wishing  to 
use  Typetalk  is  a  major  part  of  the  HASI- 
COM service  provided  by  Deafblind  UK, 
adapting  computer  equipment  and  making 
it  easy  to  use  with  the  Typetalk  system. 

I  also  use  Typetalk  regularly  in  my  private 
life  to  keep  in  contact  with  friends  and  re- 
lations. There  are  some  friends,  such  as  those 
living  at  a  distance,  with  whom  it  would  be 
easy  to  lose  contact  altogether  if  it  were  not 
for  the  convenience  of  Typetalk. 

In  a  private  context,  Typetalk  has  at  last 
made  it  possible  to  liaise  independently  and 
in  confidence  with  medical  and  bank  staff, 
etc. 

Access  to  the  emergency  services  is  now 
available  for  a  deafblind  person  on  the  same 
basis  as  other  householders." 

For  more  information  on  Typetalk  or  to 
register  for  free,  call: 

Tel:  0800  500  888  (textphones  only) 
0151  709  9494  (voice) 
0151  709  8119  (fax) 
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The  Internet,  the  World  Wide 
Web  and  deafblind  people 

Hugh  Sasse  is  visually  impaired,  and  became  interested  in  deafness 

and  deafblindness  after  changes  in  attitude  towards  him  when  he 

started  using  a  cane.  He  felt  that  he  was  probably  equally  clumsy  in 

his  well-intentioned  approaches  to  deaf  people,  and  therefore  sought 

out  someone  to  teach  him  British  Sign  Language.  He  has  now  passed 

the  second  year  of  Stage  II  BSL,  thanks  to  the  hard  work  and  patience 

of  Evan  Roberts,  his  tutor. 


'The  Internet  has 

all  the  benefits 

and  all  the 

drawbacks  of 

people  getting 

together' 


There  is  a  lot  of  talk  these  days  about  the 
information  superhighway,  Internet 
and  World  Wide  Web.  Some  see  them 
as  the  best  thing  since  sliced  bread,  others 
say  they  are  far  too  technical,  and  only  for 
people  who  are  more  interested  in  comput- 
ers than  in  other  people.  So  what  is  the  truth 
of  the  matter,  and  why  should  deafblind 
people  be  interested  in  it? 

The  Internet  is  a  collection  of  computers, 
connected  together  so  they  can  communi- 
cate information  to  each  other.  That  infor- 
mation may  be  pages  of  text,  programs,  or 
mail  messages  between  individual  people. 
This  means  it  has  all  the  benefits  and  all  the 
drawbacks  of  people  getting  together.  Take, 
for  example,  electronic  mail.  When  you  re- 
ceive electronic  mail  you  only  see  the  words 
someone  has  written.  You  don't  know  what 
they  look  like,  sometimes  you  don't  know 
if  they  are  a  man  or  woman,  and  you  don't 
know  if  they  wrote  it  with  a  computer  that 
uses  large  print,  braille  or  even  a  single 
switch  like  Stephen  Hawking  uses.  So  this 
means  that  people  are  not  put  off  by  a  per- 
son's disability  and  they  can  get  to  know  the 
person  before  they  find  out.  This  means  that 
you  can  get  to  know  a  lot  of  interesting  peo- 
ple fairly  easily. 

Another  good  thing  about  electronic  mail 
is  that  it  can  be  delivered  very  fast,  some- 
times in  less  than  30  seconds,  but  because  it 
is  mail  it  doesn't  interrupt  you  like  the  tele- 
phone. This  means  you  can  have  a  conver- 
sation with  someone  which  is  more  like  chat- 
ting than  a  postal  correspondence  would  be, 
but  you  take  things  at  your  own  pace. 

There  are  mailing  lists  which  you  can  join, 
so  people  who  share  a  common  interest  can 
get  together  and  talk  about  their  interests 
and  problems.  You  send  your  message  to  a 
computer  which  then  sends  it  out  to  all  the 
people  on  the  list;  they  can  reply  to  you  pri- 
vately or  to  the  whole  group. 


There  are  lists  about  almost  everything,  in- 
cluding a  list  for  deafblind  people  to  get  to- 
gether and  pass  information,  experiences, 
frustrations  and  good  humour  back  and 
forth  -  and  it's  friendlier  than  manv  groups 
are.  It  is  open  to  anyone  who  is  deafblind  or 
related  to  deafblind  people,  or  who  works 
with  them  or  just  cares  about  things  that  af- 
fect deafblind  people.  We  have  discussed 
mobility  problems,  communication  prob- 
lems, the  different  canes  people  use  around 
the  world,  things  that  can  go  wrong  when 
you  are  with  a  guide /interpreter  (for  ex- 
ample, they  write  out  the  cheque  for  a  deaf- 
blind person,  and  sign  it  themselves!  or  sign 
to  a  blind  person  and  speak  to  a  deaf  per- 
son, and  other  such  things  that  show  it  is 
going  to  be  one  of  those  days!)  We  have  dis- 
cussed the  different  alerting  devices  you  can 
get,  what  things  people  use  to  communicate 
with  their  computer,  and  a  collection  of  air- 
port horror  stories.  The  World  Wide  Web, 
often  referred  to  as  WWW,  is  a  collection  of 
documents  on  different  computers  all  over 
the  world.  These  documents  refer  to  each 
other  in  a  similar  way  to  entries  in  an  ency- 
clopaedia, but  instead  of  saving  "See  also..." 
the  relevant  worlds  are  highlighted  in  some 
way.  They  may  show  up  in  a  different 
colour,  in  bolder  text,  or  your  cursor  on  your 
braille  display  may  move  to  the  next  such 
word  when  you  press  a  key.  These  references 
are  called  links,  and  if  you  choose  such  a  link 
by  pressing  a  key  on  your  computer  the  doc- 
ument it  points  to  (which  can  be  anywhere 
in  the  world)  is  called  up,  so  you  can  travel 
along  the  links  and  explore.  However  this 
can  take  some  time,  and  you  may  not  find 
what  you  want.  (Someone  described  the 
WWW  as  like  a  library  which  had  been  van- 
dalised, with  all  the  pages  of  the  books  all 
over  the  floor;  the  information  was  still  there 
but  hard  to  find.)  This  task  has  been  made 
easier  by  programs  that  call  up  the  docu- 
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ments,  follow  the  links  in  them,  and  index 
the  pages.  There  are  a  number  of  such 
"search  engines"  which  people  can  query  to 
find  the  WWW  pages  they  may  be  interest- 
ed in.  Using  these  I  have  been  able  to  find  a 
certain  amount  of  information  relevant  to 
deafblind  people. 

There  are  plans  to  put  the  Perkins  School, 
Boston,  USA  library  material  on  the  inter- 
net and  world  wide  web.  This  is  the  largest 
library  of  articles  and  books  in  the  world  on 
visual  impairment,  a  large  number  of  which 
relate  to  deafblindness. 

Links  with  resources  around  the 
world 

I  have  built  up  a  deafblindness  WWW  re- 
source that  has  links  to  various  pages 
around  the  world  describing  such  things  as 
a  robotic  fingerspelling  hand,  which  allows 
a  deafblind  person  to  read  the  output  of  a 
computer  in  American  (one-handed)  fin- 
gerspelling, a  synthetic  tadoma  system 
which  stimulates  the  lip  motion  and  breath 
patterns  and  throat  vibrations  of  speech  so 
a  deafblind  person  can  read  them,  and  de- 
tails about  Usher  syndrome.  There  is  a  small 
section  where  I  link  to  pages  about  confer- 
ences on  deafblindness.  I  have  a  list  of  pe- 
riodicals people  can  obtain,  including 
Deafblind  Education,  a  growing  list  of 
equipment,  and  a  bibliography.  I  have  start- 
ed work  on  a  list  of  service  providers  around 
the  world,  although  this  has  huge  gaps  in  it 
at  present.  I  know  that  Sense  will  be  setting 
up  its  own  web  page  in  the  near  future,  and 
I  shall  be  linked  to  it  as  soon  as  it  is  avail- 
able. I  would  be  grateful  for  any  further  in- 
formation that  would  make  this  resource 
more  useful.  I  should  add  that  this  site  is  ex- 
tremely unofficial,  and  in  no  way  represents 
the  opinions  of  the  university  where  it  is  sit- 
uated. I  have  tried  to  minimise  the  space  it 
takes  up  so  there  will  not  be  demands  to  re- 
move it,  but  unfortunately  that  could  hap- 
pen, as  it  is  not  relevant  to  the  work  of  the 
research  group. 

There  is  a  way  to  access  the  WWW  by  elec- 
tronic mail  that  does  not  give  access  to  the 
search  mechanisms.  This,  and  WWW  access 
by  telnet  (connecting  to  a  machine  and  log- 
ging in  on  a  special  account)  are  mentioned 
on  my  deafblindness  page. 

It  is  difficult  in  a  publication  such  as  this 
to  describe  how  to  get  started  on  the  inter- 
net. You  need  a  computer  of  some  sort  and 
a  modem,  or  an  account  on  a  computer  al- 
ready connected  (such  as  at  a  university).  If 
your  machine  is  not  already  connected  you 
will  need  a  connection  from  an  "internet  ser- 
vice provider",  who  will  charge  you  de- 


pending on  how  much  you  want  from  them. 
For  example,  you  may  want  to  create  your 
own  WWW  page  or  have  one  made  for  you. 
In  the  UK  there  are  many  different 
providers,  and  it  is  fairly  hard  to  choose  be- 
tween them.  Although  there  are  a  lot  of 
books  on  the  topic,  I  am  unable  to  say  which 
are  in  braille  or  Moon,  but  I  gather  the  num- 
ber is  increasing  and  I  have  heard  there  are 
some  being  produced  on  disk.  The  internet 
resources  I  have  referred  to  are: 

1)  The  DEAFBLIND  list:  Send  a  message 
to  listserv@tr.wosc.osshe.edu  with  a  mes- 
sage body  of  SUB  DEAFBLIND  <your  full 
name>  If  you  send  the  message 
INFO  REFC ARD  to  the  listserv  you  can  find 
out  about  the  digest  mode  and  other  fea- 
tures. The  address  of  the  list  itself  is 
deafblind@tr.wosc.osshe.edu  so  that  is 
where  messages  for  all  the  people  on  the  list 
should  be  sent. 

2)  A  Deafblindness  WWW  resource.  This 
is  at: 

http://www.eng.dmu.ac.uk/~hgs/deafblind 
send  an  email  to  agora@www.eng. 
dmu.ac.uk  with  the  word  help  in  the  body 
of  the  message  and  you  will  get  a  reply  that 
describes  how  to  use  the  system.  You  will 
be  restricted  to  how  many  requests  you  can 
make  per  fortnight,  depending  on  your  lo- 
cation, but  you  can  get  round  this  by  run- 
ning the  software  locally,  which  will  im- 
prove the  response  time  and  reduce  the  load 
on  our  system. 

For  other  resources  by  electronic 
mail  send  an  empty  message  to 
DrBob@mailback.com  to  get  more  infor- 
mation about  other  services  you  can  get  by 
electronic  mail.  The  message  you  will  re- 
ceive is  about  65kB.  I  can  be  reached  by  elec- 
tronic mail  at  hgs@dmu.ac.uk 

Hugh  Sasse 

From  an  article  in 

Deafblind  Education 
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Is  the  world  really  at 
your  fingertips? 


For  those  with 

limited  vision 

interacting  with 

today's  personal 

computers  can  be 

a  challenging 

undertaking 


Easy  access  to  information  through  tra- 
ditional media  such  as  books,  news- 
papers, magazines,  television  and 
radio  is  often  taken  for  granted  unless  you 
happen  to  have  some  kind  of  sensory  im- 
pairment which  makes  using  these  routes 
more  difficult.  Overcoming  problems  of  ac- 
cessibility to  traditional  media  will,  of 
course,  depend  on  the  type  and  degree  of 
sensory  impairment.  Many  well  known  so- 
lutions exist.  Low  vision  aids  such  as  closed 
circuit  televisions  to  magnify  text  and  the 
provision  of  information  in  braille  for  the  vi- 
sually impaired.  Subtitled  television  pro- 
grammes and  the  use  of  communication 
support  services  for  the  hearing  impaired 
come  to  mind.  This  article  focuses  on  the  im- 
pact personal  computers  and  the  Internet 
have  had  on  the  accessibility  of  information 
for  people  with  special  needs  and  more  par- 
ticularly for  those  with  Usher  Syndrome.  For 
those  with  limited  vision,  interacting  with 
today's  personal  computers  can  be  a  chal- 
lenging undertaking.  Whilst  today's  and  to- 
morrow's technology  promises  improved 
access  to  information,  it  becomes  very  clear 
that  more  co-ordination  between  the 
providers  and  special  needs  users  of  such 
technology  will  be  necessary  before  they  can 
claim  success. 

Personal  computers  as  we  know  them 
today  have  the  ability  to  process  and  pre- 
sent copious  amounts  of  information  in 
whatever  form  we  wish  and,  in  a  lot  of  cases, 
have  enabled  individuals  to  accomplish 
tasks  that  would  normally  have  been  dele- 
gated to  specialists.  For  example,  we  rou- 
tinely produce  professional  looking  docu- 
ments from  our  desktops  which  would  have 
taken  several  people  (such  as  editors,  type- 
setters, printers,  and  so  on)  weeks  to  pro- 
duce using  traditional  methods.  With  the  ad- 
vent of  the  Internet,  that  vast  world-wide 
computer  network,  it  only  takes  a  moment 
to  disseminate  information  that  using  tra- 
ditional distribution  methods  would  involve 
high  overhead  costs.  The  major  combined  ef- 
fect of  personal  computers  and  the  Internet 
is  to  produce  prodigious  amounts  of  infor- 
mation inexpensively  and  to  a  shorter  time 
scale. 


Personal  computers 

For  people  with  special  needs,  personal 
computers  can  provide  many  tangible  ben- 
efits. Computers  are  particularly  adept  at  the 
quick  retrieval  of  information  which  is  of 
great  value  to  visually  impaired  end  users. 
For  instance  with  today's  technology,  you 
can  access  the  Encyclopaedia  Britannica  ei- 
ther from  compact  discs  or  through  an  on- 
line service  over  the  telephone. 

Since  information  stored  electronically  can 
be  manipulated  into  many  forms,  in  princi- 
ple it  should  be  possible  to  present  that  in- 
formation in  the  easiest  format  for  the  end 
user  to  interact  with.  Obvious  examples  in- 
clude translations  from  English  into  other 
languages  for  non-English  speaking  people, 
the  reading  out  of  information  through  voice 
synthesis  systems  for  the  benefit  of  the  se- 
verely visually  impaired  and  presenting  in- 
formation through  alternative  interfaces 
such  as  Braille  tactile  devices.  Of  most  in- 
terest to  those  who  may  have  enough  resid- 
ual vision  to  use  a  monitor,  is  the  question 
of  how  to  enhance  the  presentation  of  in- 
formation to  make  it  easier  to  read.  This 
question  has  been  my  main  concern. 

Co-ordination  between  providers 
and  users  is  needed 

In  1985,  when  the  personal  computer  was 
only  a  fledgling,  it  was  relatively  easy  to 
view  information  -  using  simple  text  based 
displays  you  could  control  everything  from 
the  keyboard.  With  the  advent  of  the 
Windows  graphical  interface,  using  com- 
puters became  a  serious  nightmare.  The 
switch  of  control  from  keyboard  to  rodent 
via  the  mouse,  caused  problems  for  users 
with  a  limited  field  of  vision  who  had  trou- 
ble in  locating  and  following  the  mouse 
pointer  on  the  screen.  The  strong  emphasis 
on  true  WYSIWYG  (What  You  See  Is  What 
You  Get)  by  using  white  backgrounds  to  dis- 
play black  print  caused  major  headaches  for 
those  who  suffer  from  eye  conditions  such 
as  retinitis  pigmentosa,  since  the  glare 
made  it  very  difficult  to  read  the  text  on 
screen.  These  problems  were  further  com- 
pounded by  the  over  enthusiastic  use  of  pic- 
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hires  (known  as  icons)  to  represent  objects 
on  screen.  In  their  eagerness  to  introduce 
new  technology  and  concepts,  software  de- 
velopers paid  scant  attention  to  the  plight 
of  people  with  special  needs. 

Mainly  in  response  to  a  strong  anti-dis- 
crimination lobby  in  the  United  States,  major 
software  developers  started  adding  acces- 
sibility features  into  their  software  packages. 
A  notable  example  of  this  was  the  launch  of 
Windows  95  by  Microsoft,  which  offered  op- 
tions to  enhance  the  accessibility  of  the  op- 
erating system.  Of  most  interest  to  visually 
impaired  users  was  the  ability  to  configure 
the  appearance  of  the  system  through  high 
contrast  colour  schemes  complemented  by 
more  readable  screen  text,  with  facilities  for 
adjusting  the  size  of  the  mouse  pointer.  For 
hearing  impaired  users,  there  are  limited  vi- 
sual warnings  on  screen  if  the  computer  has 
beeped  an  aural  warning.  In  certain  software 
packages,  there  are  facilities  for  magnifying 
screen  text,  although  their  implementation 
leaves  a  lot  to  be  desired. 

Even  with  these  new  features,  the  major- 
ity of  software  developers  appear  to  be  quite 
oblivious  to  end  users  with  special  needs.  A 
particularly  notorious  example  is  the  invis- 
ible ink  phenomenon.  Software  developers 
often  assume  the  end  user  will  be  using  the 
default  colour  scheme  of  Windows  (black 
text  on  white  background).  When  they  com- 
pile the  program  code  into  the  finished  prod- 
uct, the  default  colours  get  fused  into  the  ap- 
pearance of  the  software  and  can  have  un- 
expected and  unfortunate  results  should  the 
end  user  opt  for  a  more  comfortable  colour 
configuration.  For  instance,  when  the  High 
Contrast  Black  colour  scheme  is  chosen  in 
Windows  95  to  show  white  text  on  a  black 
background,  some  programs  end  up  show- 
ing black  text  on  a  black  background  or 
white  text  on  a  white  background  -  hence 
the  invisible  ink  effect.  Obviously,  we  need 
to  make  software  developers  aware  of  the 
effects  of  such  inconsiderate  programming 
techniques. 

The  Internet  is  the  buzz  word  these  days 
and  it  continues  to  captivate  many  people 
with  its  endless  possibilities  for  communi- 
cation and  the  exchange  of  information. 
Some  national  newspapers  such  as  The 
Times  and  the  Daily  Telegraph  even  produce 
Internet  editions  that  closely  mirror  the 
mass-circulated  paper  editions.  This  gives 
visually  impaired  readers  the  opportunity 
to  browse  these  newspapers  in  large  print 
through  their  computer  screens  once  it  be- 
comes economically  feasible. 

However,  one  cannot  help  but  observe 
striking  parallels  between  the  development 
of  the  Internet  and  that  of  personal  com- 


puters, and  feel  that  history  is  about  to  re- 
peat itself.  To  begin  with,  the  Internet  used 
to  be  mainly  text  based  which  usually  meant 
simple  text  displays.  Now,  with  the  growth 
of  the  World  Wide  Web,  graphics  have  taken 
hold  causing  difficulties  for  people  with  vi- 
sual problems.  To  cap  it  all,  publishers  of  in- 
formation on  the  Web  usually  like  to  exer- 
cise full  control  over  the  appearance  of  their 
pages  with  the  inevitable  risk  of  invisible  ink 
should  the  end  user  choose  to  view  the  in- 
formation through  more  comfortable  colour 
schemes. 

The  Future 

Information  technology  continues  its  rapid 
progress  and  we  are  already  starting  to  see 
the  beginnings  of  voice  recognition  systems 
with  the  potential  for  speech  to  text  con- 
versions which  would  appeal  greatly  to  the 
hearing  impaired.  One  can  envisage  a  time 
within  the  next  two  decades  when  comput- 
er technology  should  be  able  to  provide  sub- 
titling on  the  fly  for  all  kinds  of  audio- visu- 
al situations  and  assist  with  telephone  con- 
versations without  having  to  rely  on  relay 
services.  Whilst  these  future  developments 
may  look  very  promising,  one  cannot  be 
sure  that  everyone  with  special  needs  will 
be  able  to  reap  the  full  benefits  unless  there 
is  full  co-ordination  between  the  providers 
of  technology  and  those  with  special  needs. 
For  instance,  voice  recognition  systems 
could  be  used  to  provide  subtitling  for  mul- 
timedia presentations  on  the  computer  for 
the  hearing-impaired,  but  the  subtitles  can 
also  be  accessible  to  those  with  multi-sen- 
sory impairment  by  ensuring  they  can  be 
displayed  in  large  print  and  alternative 
colours  (without  running  into  the  invisible 
ink  phenomenon,  of  course!).  The  best  way 
to  ensure  co-ordination  would  be  for  a  com- 
mittee to  draw  up  standards  for  the  com- 
puter industry  to  follow,  making  their  prod- 
ucts and  services  truly  accessible  and  al- 
lowing the  end  user  full  control  over  how 
he/she  interacts  with  the  computer.  An  ex- 
ample of  a  software  package  that  goes  some 
way  to  meeting  these  criteria  is  a  browser 
for  exploring  the  Internet  called  Opera, 
which  allows  you  to  magnify  information 
up  to  1,000  per  cent  of  original  size  and  gives 
full  control  from  the  keyboard.*  Once  the 
computer  industry  gets  round  to  adopting 
accessibility  standards,  then  I  would  feel 
confident  in  saying  that  the  world  truly  is 
at  your  fingertips. 

Philip  Gafga 

*the  Opera  Web  browser  is  available  in  English  for  evaluation  from  the  Internet  at 
http://www.fou.telenor.no/opera/.  Alternatively,  you  can  contact  Opera  Software 
at  Rosenlundgt  8, 0474  Oslo,  Norway,  Telephone  1 :  +47  63  84  86  34,  Telephone  2:  +47 
63  84  83  84,  Fax:  +47  63  81  00  76,  E-mail:  opera@fou.telenor.no. 
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'The  information 

revolution  could 

so  easily  reach 

deafblind  people 

::: 


See  it  right! 

Nana  Yerassimou,  Campaigns  Officer  at  the  Royal  National 

Institute  for  the  Blind  describes  RNIBs  'See  it  Right' 

campaign  which  is  fighting  for  the  right  for  people  with  a 

sensory  impairment  to  have  equal  access  to  information. 


How  often  have  you  heard  the  state- 
ment "information  is  power"  ?  As  we 
approach  the  millennium  manv 
could  be  forgiven  for  thinking  this  was  a 
problem  only  for  technophobes  and  those 
who  are  not  yet  "on-line" .  But  for  the  23,000 
deafblind  people  in  the  LTC  being  denied  in- 
formation is  a  dailv  problem. 

The  Royal  National  Institute  for  the 
Blind's  See  it  Right  campaign  raises  aware- 
ness about  communicating  with  visually  im- 
paired and  deafblind  people  and  offers  prac- 
tical assistance  to  information  providers. 

Lack  of  access  to  personal  letters,  financial 
documents,  confidential  papers,  bills,  coun- 
cil tax  demands  and  voting  forms  are  com- 
mon problems.  The  information  revolution 
however  could  so  easily  reach  deafblind 
people  too,  often  through  simple  and  low 
cost  solutions  as  well  as  hi-tech  ones.  For 
many  people  with  a  dual  sensorv  impair- 
ment, all  that  prevents  them  having  access 
is  the  clarity  and  size  of  print,  whereas  for 
others  solutions  such  as  braille,  audio  tape 
or  computer  disk  mav  be  needed. 

Encouraging  good  practice 

In  order  to  encourage  good  practice  amongst 
information  providers  and  share  knowledge 
about  ways  of  communicating  with  -visual- 
ly impaired  and  deafblind  people  RNTB 
launched  an  annual  Awards  Scheme  in  1995. 
We  were  looking  for  companies  who  had 
shown  a  commitment  to  ensuring  that  their 
customers  can  obtain  information  in  their 
preferred  format  There  was  a  good  response 
with  some  excellent  nominations  from  com- 
panies of  all  shapes  and  sizes.  The  winners 
in  1996  were  British  Telecom,  Childline 
Wales,  Anglian  Water,  Sheffield  Theatres, 
Tyndallwoods  Solicitors,  Newry  and 
Moume  Health  Trust,  National  Westminster 
Bank  and  Mick  Holder  (a  postman  from 
Milton  Keynes). 

The  focus  for  the  See  it  Right  campaign 
this  year  is  access  to  health  and  medical  in- 
formation -  it  is  a  special  category  in  this 
year's  Awards.  In  a  pilot  survey  of  London 


hospitals  and  health  trusts  we  discovered  a 
lack  of  consideration  of  the  needs  of  senso- 
ry impaired  patients;  for  example  of  those 
who  responded,  less  than  7%  had  a  policv 
statement  or  guidelines  on  the  provision  of 
services  to  disabled  people  or  produced  in- 
formation in  all  formats  on  request  Clearlv 
helping  hospitals  introduce  access  to  infor- 
mation policies  is  a  priority.  So  too  is  work- 
ing with  pharmacists  who  are  often  the  ones 
explaining  complex  instructions  to  patients 
about  medication  and  treatments. 

Access  to  the  political  process 

Access  to  the  political  process  is  another  pri- 
ority for  the  campaign  this  year  in  the  light 
of  the  coming  general  election.  Participation 
in  elections  is  something  most  people  take 
for  granted  as  every  citizen's  right  -  but  this 
is  not  the  case  for  deafbtind  people. 
Deafblind  people  are  excluded  from  the  pro- 
fusion of  print  material  from  candidates,  po- 
litical parties  and  electoral  authorities  in  the 
run  up  to  an  election.  RNTB  has  contacted 
all  Prospective  Parliamentarv  Candidates  to 
encourage  them  to  get  in  touch  with  blind 
and  deafblind  people  by  producing  infor- 
mation in  alternative  formats.  We  are  also 
contacting  all  Electoral  Registration  Officers 
to  explain  how  forms  should  be  redesigned 
to  improve  legibility  and  produced  in  al- 
ternative formats.  The  ballot  paper  itself  is 
a  problem  for  many  but  simple  changes  like 
templates  in  large  print  and  braille  are  easv 
solutions. 

In  the  future  we  hope  that  the  Disability- 
Discrimination  Act  (1995)  will  force  com- 
panies to  make  information  about  goods, 
services  and  facilities  fully  accessible  to  vi- 
sually impaired  customers.  Companies  will 
be  asked  to  make  "reasonable  adjustments" 
to  their  service  to  ensure  it  is  accessible  in- 
cluding access  to  information,  without 
which  the  person  is  effectively  barred  from 
using  the  service  itself.  At  this  stage  it  is  not 
clear  what  these  reasonable  adjustments 
may  mean  in  practice  but  it  could  depend 
on  the  size  of  the  company  and  the  ease  with 
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See  it  right  continued... 

which  the  changes  could  take  place.  In  the 
meantime  RNIB  will  also  continue  to  point 
out  the  Act's  shortcomings,  such  as  the  lack 
of  a  proper  enforcement  agency  as  exists  in 
sex  and  race  discrimination  legislation,  and 
to  continue  the  campaign  for  full  civil  rights. 
We  believe  it  is  entirely  reasonable  for  visu- 
ally impaired  and  deafblind  citizens  to  re- 
ceive everyday  information  in  a  format  they 


can  "read"  and  RNIB  will  be  doing  every- 
thing it  can  to  make  sure  information 
providers  "See  it  Right". 

If  you  would  like  further  information 
about  any  aspect  of  the  See  it  Right  cam- 
paign please  contact  Nana  Yerassimou 
(Campaign  Officer)  at  RNIB,  224  Great 
Portland  Street,  London,  WIN  6AA  or  tele- 
phone 0171  388  1266. 
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My  new  life 


Margaret  Evans  describes  how  having  a  guide-help  has  given  her  a  new 
lease  of  life... 

I'd  like  to  tell  you  how  having  a  guide- 
help  for  the  deafblind  has  changed  my 
life.  Ingrid,  my  guide-help,  first  helped 
me  to  find  a  suitable  property  -  driving  me 
to  view  houses  and  making  sense  out  of  the 
confusing  directions  on  the  estate  agent's 
brochure.  At  the  property  Ingrid  would  re- 
peat the  vendor's  replies  to  my  questions. 
As  with  all  lip  readers,  the  situation  must  be 
right  -  absolutely  right.  The  speaker  must 
face  the  light  with  full  face  towards  me.  Also 
I  cannot  lip  read  tall  people  very  accurate- 
ly, they  must  sit  or  kneel  in  front  of  me. 
Those  hairy  men  with  mustachios  and 
beards  -  please  shave  the  lot  off  -  or  leave  a 
space  about  Vi  inch  wide  around  the  mouth 
if  vanity  will  allow  it. 

I  used  to  hate  supermarket  shopping  and 
would  find  the  quickest  route  from  the  fruit 
and  veg  to  the  checkout,  while  throwing  all 
the  items  higgledy  piggledy  into  my  trolley. 
I  would  grab  a  can  of  mulligatawny  soup 
when  I  intended  getting  mushroom.  Prices 
everywhere  are  far  too  small  -  it  is  only  on 
reduced  items  that  the  price  is  clear  (I  do 
wish  that  supermarkets  would  colour  code 
items  and  have  a  fixed  colour  band  on  cans 
like  green  for  vegetables,  red  for  meat,  blue 
for  fish  etc.  A  colour  band  need  not  detract 
from  the  lovely  picture  of  peas  or  the  hunky 
giant  on  the  can  of  corn.) 

Now  things  have  changed.  I  have  Ingrid 
and  supermarket  shopping  is  a  joy  We  ap- 
proach the  supermarket  shelves  in  a  busi- 
ness and  scrooge  like  fashion.  Hunting  for 
bargains  and  "money  offs"  while  stacking 
everything  carefully  almost  in  alphabetical 
order  in  the  trolley.  Attention  to  detail  is 
vital,  we  scrutinize  fruit  and  veg,  carefully 
reweigh  prepacked  goods,  squeeze  fresh 
bread,  examine  the  shelf  life  dates  and  re- 
ject anything  broken,  bitten  or  battered.  In 
earlier  days  Safeways  made  a  fortune  out  of 


me  because  I'd  fill  the  trolley  with  all  their 
damaged,  dented  and  out-of-date  goods. 
Now  with  Ingrid,  I  shop  with  the  wise  and 
crafty. 

At  the  checkout  Ingrid  becomes  my  ears, 
repeating  what  the  cashier  asks.  While  she 
carefully  packs  the  trolley  I  stand  aside  like 
Queen  Tu  Tu  of  Tonga,  waiting  to  sign  the 
slip  of  paper  which  will  release  us  from  the 
store  -  and  we  are  off. 

Sometimes  we  call  at  the  chemist,  bakers 
or  newsagent.  We  plan  visits  to  the  Garden 
Centre  and  clothes  store.  We've  kept  ap- 
pointments with  doctors  -  together  it  is  fun! 
Not  the  hassle  or  stress  of  answering  "yes" 
to  a  question  and  worrying  for  hours  after- 
wards what  I  had  agreed  to. 

My  greatest  wish  is  for  more  people  like 
me  with  poor  hearing  and  sight  to  benefit 
from  having  a  guide  helper  and  friend. 

Margaret  Evans 


Margaret  Evans 
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Multi-sensory  impairment 
meets  multimedia  technology 


John  Shaw, 

Education  Sen/ices 

Manager,  Sense 

South  West 

Region 


John  Shaw 


A  conversation  in  August  1996  with  a 
friend,  Phil  Ellis  who  happened  to  be 
studying  Media  at  Exeter,  led  to  an 
out  of  hours  voyage  into  Cyberspace.  I 
haven't  owned  an  anorak  for  vears  and  a 
bobble  hat  was  a  distant  memorv,  but  very 
soon  these  were  names  we  were  being 
called!  Terminology  for  the  computer  age  in- 
deed. 

Getting  started 

As  a  starting  point  we  looked  at  some  of  the 
mission  statement  and  posed  ourselves  the 
question  -  If  95%  of  learning  takes  place  via 
audi tory/  visual  channels,  then  how  can 
multi-media  technology  be  harnessed  to  fa- 
cilitate development  for  people  who  are 
multi-sensory  impaired?  This  could  be  seen 
to  be  a  contradiction  in  terms  as  most  tech- 
nology assumes  the  user  will  have  near 
lOO^c  ability  in  both  these  senses  to  operate 
them.  Undaunted  we  told  ourselves  that 
media  technology  is  essentially  about  com- 
munication and  one  of  the  fundamental  re- 
strictions for  people  who  are  deafblind  is 
communication,  so  it  should  be  possible  to 
construct  areas  of  common  ground  and  en- 
able deafblind  people  to  communicate  using 
a  range  of  images  and  computer  environ- 
ments. 


Using  the  computer  emironment  we  first 
started  to  'compose'  an  interactive  pro- 
gramme using  an  authorship  software  pack- 
age called  Macromedia  Director,  which  is 
mainly  used  for  the  production  and  editing 
of  videos  and  producing  CD  Roms.  We  were 
able  to  use  photographs,  video  images, 
sound  recordings,  text  and  animation  to  cre- 
ate an  environment  on  the  computer. 
Initially,  we  assumed  we  could  use  one  CD 
Rom  which  would  contain  information  for 
staff  and  interactive  programmes  for  stu- 
dents to  operate.  The  idea  has  taken  on  wide 
ranging  implications  and  applications  and 
we  have  a  prototype  CD  Rom  packed  with: 
a  presentation  from  Sense;  a  \-ideo  guided 
tour  of  Andlaw  House  in  Exeter;  staff  train- 
ing on  communication  which  incorporates 
a  scrabble  game  using  the  deafblind  manu- 
al alphabet  and  a  prototvpe  pict- 
ure /word/ live  video  clip  of  BSL  words. 
Staff  are  able  to  click  onto  the  areas  thev  are 
interested  in,  or  want  to  work  with  students 
on,  and  by  using  passwords  any  personal  in- 
formation regarding  our  centre  or  students 
is  secure  for  staff  eyes  only 

Preparing  a  prototype 

We  found  that  rather  than  having  two  sep- 
arate CD  Roms  we  could  also  include  a  svs- 
tem  for  use  by  the  adults  living  at  Andlaw 
House.  We  have  produced  interactive  cog- 
nitive games  that  use  photographs  and 
video  clips  of  the  individuals  themselves 
with  sound  sources  of  favourite  music  and 
a  bank  of  reactive  sounds  that  activate  a 
sound  chair  (a  1 50  watt  amplifier  turned  into 
a  vibrating  seat).  We  are  working  on  a  svs- 
tem  of  different  tactile  mice  switches  and 
also  a  light  beam  switch  which  can  activate 
the  screen  and  sounds.  We  are  hoping  to  pre- 
sent this  prototype  as  part  of  the  Sense  New 
Initiatives  programme  in  the  Spring  and  are 
starting  trials  at  Andlaw  House  as  soon  as 
we  can  find  a  CD  rom  computer  suitable  for 
use  with  the  residents. 

As  part  of  our  investigations  we  have  also 
become  participants  on  the  Internet,  talking 
not  only  to  other  professionals,  like  Bob 
Seagrave  of  the  Australian  Deafblind 
Council  (Email,  dba@internex.net.au.) 
who  hosts  a  web  site  of  information  re- 
garding deafblind  issues  at  http://in- 
ternex.net.au/~dba/,  but  also  using  the  mail 
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ACCESS  TO  INFORMATION 


Multi-media  meets  multi-sensory  impairment  continued... 


listings  service  deafblnd@tr.wosc.osshe.edu. 
This  is  accessed  by  deafblind  individuals, 
academics,  parents  and  other  professionals 
and  there  is  a  constant  exchange  of  infor- 
mation. Through  this  service  we  found  an 
excellent  web  site  run  by  Hugh  Sasse 
(hgs@dmu.ac.uk  (see  Hugh's  article  on 
page  28),  which  hosts  a  mine  of  information 
some  of  which  concentrates  on  ways  of  ac- 
cessing multimedia  communication  for 
deafblind  individuals.  The  Internet  site  is 
http://www.eng.dmu.ac.uk/~hgs/deaf- 
blind/.  In  this  list  there  is  information  on 
Cybergloves  which  can  be  used  by  people 
with  American  Sign  Language  which  inter- 
faces with  a  computer;  The  "Social 
Computer"  describing  technical  aids  in  the 
homes  of  deafblind  people;  RALPH  for 
Robotic  ALPHabet,  a  robotic  arm  that  re- 
ceives serial  text  and  produces  American  fin- 
ger spelling,  and  information  from  Sweden 
describing  the  use  of  Brailletext  phones  and 


computers  for  deafblind  people.  As  you  can 
imagine  there  is  masses  of  information  and 
it  takes  time  to  work  through  it,  but  we  are 
already  sharing  ideas  and  receiving  infor- 
mation which  will  enable  us  to  continue  our 
project.  And  from  February  one  of  the  resi- 
dents at  Andlaw  House  will  be  working  on 
a  computer  linked  to  the  internet  and  we  are 
looking  at  producing  simple  pictorial  cues 
to  start  up  the  programme  by  just  using  a 
mouse. 

Communication  is  the  exchange  of  infor- 
mation by  any  means  possible  and  we  are 
excited  at  the  extent  that  new  technology 
and  especially  multimedia  environments 
can  work  for  our  students.  We  are  also  ben- 
efiting from  increased  awareness  and  are 
making  contacts  that  would  normally  be  im- 
possible -  here's  to  bobble  hats  and  anoraks! 

Contact  John  Shaw  and  The  Sense  South 
West  Educational  Day  Service  on:  sens- 
esw@mail.zynet.co.uk 


Sense  and  the 
World  Wide  Web 


Sense.Org.Uk  -  This  is  the  address  of 
Sense's  new  Internet  site  on  the  World 
Wide  Web.   Covering  Sense's  many 
programmes  for  deafblind  people  and  their 
families,  the  web  site  also  offers  background 
information  on  deafblindness  and  resources 
for  everyone  from  families  to  professionals 
to  interested  members  of  the  public. 

Personal  stories  of  Sense  families  and  ser- 
vice users   illustrate  Sense's   specialised 
programmes.  At  the  same  time,  they  introduce 
more  factual  and  academic  reports  on  deaf- 
blindness  and   strategies   for  working 
with  deafblind  people. 

You  can  visit  the  site  to  order  Sense 
publications,   make  a   donation,   learn 
more  about  how  to  support  Sense  and  find 
contact  information  for  local  Sense  branch- 
es or  offices.  To  keep  Sense  aware  of  everyone's 
opinion  of  the  site,  you  can  fill  in  the  "What  You 
Think"  questionnaire  after  your  first  visit.  We  look 
forward  to  hearing  from  you! 

Diana  Shaw 
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FUNDRAISING 
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Update 

First  lottery  grant  for  Sense 


Payroll  giving  starts  to  pav 
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Sense  gets  into  the  Bank  of  England 


The  future  looks  bright 


.  r     ;' "'    r  :     .'.'':'     '  '.     '   '    _'■  .    . 


A  Christmas  present  from  Midland  Bank 
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Trusts  trust  Sense 


-  -    -  -  - 


*z  :-  -    .-    -  ..  .  - 


als:  ret  rhe^r  .-:.;- 

-''■'' -~z7  z'~~    -  -    - .^--  — 


Trusts  moving  forawrd 
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Sense  gala  evening  at  the  Chelsea  Flower 
Show 
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Barry  Cryer  writes  script  for  Sense 


The  comedian,  and  comedy  writer  Barry  Cry< 
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EC  Funding  for  Sense  Northern  Ireland 


Will  Carling  tries  for  Sense 

Ex-England  rugby  captain  Wl  Carting  was  kind  enough  to  send 
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Coming  up  roses 


Calling  all  green  fingered 
readers  of  Talking  Sense! 
Sense  and  Wyevale  Garden 
Centres  are  joining  forces 
this  summer  to  celebrate  the 
launch  of  the  new  Lesley 
Joseph  Rose.  The  Floribunda 
Rose  will  be  named  after 
'Birds  of  a  Feather'  star, 
Lesley  Joseph,  at  this  year's 
Chelsea  Flower  Show. 
Wyevale  has  promised  to  do- 
nate £1  to  Sense  for  each 
Lesley  Joseph  plant  sold 
through  their  Centres. 

The  rose  forms  a  compact 
shrub  with  abundant  lightly 
perfumed  bright  pink  flowers 


with  a  bright  yellow  centre.  It 
flowers  repeatedly,  has  dark 
green  dense  leaves  and  is 
very  resistant  to  disease. 
Priced  at  £5.99,  the  rose  will  be 
on  sale  throughout  the  sum- 
mer. If  readers  are  interested 
in  buying  the  rose  they  can 
call  free  on  0800  413213  for 
their  nearest  Wyevale  Garden 
Centre. 

Sense  is  delighted  that 
Wyevale  Garden  Centres  has 
chosen  to  support  our  work 
and  hopes  that  this  is  the  first 
seed  in  what  will  be  a  bloom- 
ing relationship! 


TRADING 
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Lesley  Joseph 
star  of  'Birds  of 
a  Feather' 


Trading  -  new  shops  for  97/98 


Harold  Hill  Shop 
before... 


and  after! 


The  search  is  on!  Trading 
department  staff  have  been 
busy  hunting  for  new  shop 
units  to  open  in  1997-98. 
Seven  new  premises  have 
been  located  and  we  hope  to 
have  the  leases  signed, 
sealed  and  delivered  by 
early  summer.  The  new  sites 
are  in  Great  Yarmouth, 
Norwich,  Peckham,  Hollo- 


way  in  London,  Hailsham 
and  Uckfield  in  Sussex  and 
Birmingham. 

The  Holloway  shop  is  only 
a  mile  away  from  Sense 
Head  Office  so  we  expect  to 
see  bags  full  of  donations 
making  their  way  from 
Finsbury  Park. 

We  are  continually  re- 
viewing the  image  of  our 


shops  and  this  year  will  see 
all  our  new  shops  with  a  very 
different  stylish  and  alto- 
gether more  90's  wall  cover- 
ing. The  dramatic  change 
our  shop  fitters  can  make  to 
a  premises  is  clearly  shown 
in  the  before  and  after  pho- 
tos of  our  Harold  Hill  Shop 
in  Essex. 


It's  all 
about 
stock 

It  is  a  fact  of  charity  retail- 
ing life  that  it  is  becoming 
increasingly  difficult  to 
generate  the  quantities 
needed  of  quality  donated 
goods  for  resale. 

Sense  Trading  are  con- 
stantly trying  to  develop 
new  sources  of  potential 
merchandise.  Our  regional 
warehouses  play  a  major 
part  in  this.  At  these  large 
centres  widespread  appeals 
for  goods  can  be  undertaken, 
as  well  as  more  diverse  types 
of  stock  gathering  such  as 
jumble  sales,  house  clear- 
ance and  appeals  to  compa- 
nies for  end  of  lines  etc. 

As  well  as  proving  suc- 
cessful collecting  methods, 
these  new  ways  of  stock  gen- 
eration do  their  bit  to  spread 
the  word  about  Sense  to  a 
whole  new  audience. 
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MEMORIES 


Margery  Harrison 


It  is  with  great  sadness  that 
we  write  of  the  sudden 
death  of  one  of  Sense's  un- 
sung heroines  -  Margery 
Harrison. 

irgery  and  Henry 
Harrison  were  member s  ;: 
Ser.se  :;:  ~=r.v  ;.:-  sir.ce 
the  birth  of  their  daughter, 
Christir.e  •  "he  "  as  a  Rubella 
child.  Much  of  Margerys 
life  was  spent  in  valiant 
fights  for  services  for 
Christine,  not  least  the  strug- 
gle for  her  current  placement 
at  Andlaw-  House  Exeter 
where  she  is  now  happv  and 
settled.  It  has  only  been  a 
short  time  since  Margery 
and  Henry  moved  down  to 
Devon  themselves  to  be  dose 
to  Christine  and  their  son  in 
Dorset  So  it  is  really  very 


cruel  that,  at  the  age  of  66, 
Margery  should  have  so  lit- 
tle time  to  enjov  this  period 
of  stability  and  serenity  in 
her  life. 

Before  moving  south, 
Margery  served  for  manv 
years  as  Secretary  of  the 
North  West  Branch  with  her 
husband  Henrv  as  Treasurer 
-  flying  the  flag  while  wait- 
ing for  Sense  to  arrive  in  the 
North.  But  waiting  was  not  a 
passive  occupation  foi 
Margery  Not  only  did  she  re- 
spond and  reach  out  to  fam- 
ilies in  the  Xorth  West  of 
England,  but  she  became  a 
powerful  influence  on 
Cheshire's  development  of 
statutory  services  for  deaf- 
blind  people. 

As   well   as   her  Branch 


work,  Margery  regularly  at- 
tended Weekend  Aways 
Family  Forum  meetings  and 
other  activities.  She  gave  a 
marvellous  presentation  at 
?e:".f£  s  Anniversary 
Conference  at  Church  House 
Westminster  in  March  1995. 
Very  many  of  us  are  griev- 
ing at  the  loss  of  Margery,  but 
with  gratitude  for  having 
known  her  and  for  all  she  has 
done.  Our  thoughts  are  with 
Henrv  and  all  the  family. 


<Vt> 


'Tlease  convev  mv  verv 
sincere  thanks  to  all  the 
people  who  have  ex- 
pressed their  svmpathv 
over  Margery's  death. 

It  is  obvious  that  over 
the  years  Margery  made 
so  many  friends  through 
her  contact  with  Sense 
and  in  return  the  help  and 
comfort  we  received 
makes  me  extremely 
thankfuL 

I  am  finding  it  difficult 
to  express  mvself  anv  fur- 
ther in  words  but  I  send 
mv  kindest  regards  to  you 
alL" 

Henrv  Harrison 
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A  way  with 
words 

The  Bently  Saint  Paul's  School  at  Brentwood  in  Essex  have 
decided  that  the  money  collected  from  their  Christmas  con- 
certs should  go  to  a  charity  of  the  children's  choice.  In  order 
to  decide  which  charity  to  support,  the  children  were  asked 
to  write  a  letter  nominating  their  choice  and  giving  the  rea- 
sons why. 

Iain  Bailey-Stokes'  moving  letter  about  his  friend  Zara- 
Jayne  .Arnold  was  chosen,  and  thanks  to  his  writing  skills 
Sense  has  received  a  cheque  for  £246. 

Iain  was  bom  in  the  same  hospital  the  day  after  Zara-Javne. 
During  their  stay  on  the  ward  the  mothers  became  friends 
and  the  families  have  kept  in  touch  ever  since. 


Zara-]ayne  Arnold  and  lain  Ba 


m  '.;-..--  dress 
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COURSES /CONFERENCES 


A  Practical  Approach  to  the  Needs  of 
Children  with  Multi-Sensory  Impairment 

Courses  to  be  held  in  1997  at  The  Family  Centre, 
86  Cleveland  Road,  Ealing,  London  W13  OHE 


10th  March  1997 
11th  March  1997 
12th  March  1997 
13th  March  1997 
14th  March  1997 
17th  March  1997 
18th  March  1997 


Physical  Skills 
Hearing  Skills 
Vision/Mobility 
Massage  Therapy 
Early  Communication 
Behavioural  Differences 
Feeding  Skills 


Judith  Peters 
Jo  Franklin 
Sue  Evans 
Mary  Barber 
David  Brown 
Lindy  Wyman 
April  Win  stock 


13th  October  1997 
14th  October  1997 
15th  October  1997 
16th  October  1997 
17th  October  1997 
20th  October  1997 
21st  October  1997 


Physical  Skills 

Vision/Mobility 

Massage  Therapy 

Hearing  Skills 

Early  Communication 

Behavioural  Differences 

Feeding  Skills 


Judith  Peters 
Susan  Evans 
Mary  Barber 
Jo  Franklin 
David  Brown 
Lindy  Wyman 
April  Winstock 


(closing  date  20th  February  1997) 


(closing  date  23rd  September  1997) 


9th  June  1997 
10th  June  1997 
11th  June  1997 
12th  June  1997 
13th  June  1997 
16th  June  1997 
17th  June  1997 


Physical  Skills 
Massage  Therapy 
Vision/Mobility 
Hearing  Skills 
Behavioural  Differences 
Early  Communication 
Feeding  Skills 
(closing  date  20th  May  1997) 


Judith  Peters 
Mary  Barber 
Susan  Evans 
Jo  Franklin 
Lindy  Wyman 
David  Brown 
April  Winstock 


Cost  of  course: 
£60  per  day,  £380  for  7  days 

For  further  details  please  contact 

Margaret  Gomm  at  the  Family  Centre, 

Tel:  0181  991  0513 


CHANGING  PERCEPTIONS:  NEW  MULTI-SENSORY  ART 


The  City  Art  Centre,  2  Market  Street,  Edinburgh  EH1  1DE 
22nd  March  -  10th  May  1997 


This  exhibition  will  present  some  of  the  most  inter- 
esting contemporary  work  being  made.  It  shows 
multi-sensory  art  which  explores  not  only  the  sense 
of  touch  but  also  that  of  sound,  smell  and  sight.  It  is 
a  group  exhibition  of  8  artists,  most  of  whom  are  based 
in  Scotland,  and  the  majority  of  exhibits  are  specialy 
commissioned  pieces.  The  works  are  by  Ashley 
McCormick,  Diane  Maclean,  Simon  Fildes,  Stephen 
Hunter,  Su  Grierson,  Clara  Ursitti,  Andrea  Roe  and 
Mary  Bourne.  The  exhibition  seeks  to  display  work 
which  is  innovative,  exciting  and  challenging  to  the 


traditional  conceptions  of  the  visual  arts.  The  work 
will  be  accessible  to  visually  impaired  people,  and  will 
also  be  of  equal  interest  to  sighted  visitors. 

Workshops  will  be  run  in  conjunction  with  the  exhi- 
bition as  part  of  the  Centre's  Educational  outreach  pro- 
gramme. 

Access  for  disabled.  Labels,  etc.  will  be  produced  in 
large  print,  braille  and  audio  information  will  also  be 
available 


Opening  times 

Monday  -  Saturday  10am  -  5pm 

Sunday  12  noon  -  5pm 

For  further  details,  contact  the  City  Art  Centre,  Edinburgh. 
Tel:  0131-529  3993  •  Fax:  0131-529  3977 
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REGIONAL  OFFICES 
AND  CENTRES 

Sense  Cymru 

Shand  House,  20  Newport  Road, 

Cardiff  CF2  1YB 

Tel  Fax:01222-457641 

Development  Officer.  June  Hoy 

Sense  Northern  Ireland 

Resource  Centre,  Knockbracken 

Health  Care  Park,  Saintfield  Road, 

Belfast  BTS  SBH 

Tel:  01232-705858 

Fax:  01232-705688 

Divisional  Sendees  Manager:  Meta 

McMullin 

Sense  Scotland 

Unit  5  2,  S  Elliot  Place,  Clydeway 

Centre,  Finnieston,  Glasgow 

G3SEP 

Tel:  0141-221  7577 

Fax:  0141-204  2797 

National  Director:  Gill  Morbev 

Sense  East 

The  Manor  House,  72  Church 

Street,  Market  Deeping, 

T     thorough  PE6  SAL 

Tel:  01778-344921 

Fax:  01778-380078 

Regional  Director:  David  Ford 

Sense  North 

122  Westgate,  Wakefield,  WF1 1XP 

Tel:  01924-201778 

Fax:  01924-366307 

Head  of  Development:  Bob  Snow 

Sense  South  East 

Ground  Hoor,  Hanover  House, 

76  Coombe  Road,  Norbiton, 

Kingston,  Surrev  KT2  7JE 

Tel:  0181-541  1147 

Fax:0181-541  1132 

Regional  Director:  Hilary  Crovvhurst 

Sense  West 

4  Church  Road,  Edgbaston, 
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From  the  editor... 

The  face  of  deafblindness  is  certainly  changing.  Not  only  have  the 
causes  of  congenital  deafblindness  become  more  varied  and  com- 
plex, but  also  the  recognition  and  subsequent  diagnosis  of  differ- 
ent groups,  particularly  people  with  Usher  syndrome  and  older 
people,  has  broadened  the  needs  and  concerns  of  the  deafblind 
community. 

And  as  these  changes  get  ever  faster,  Sense  has  been  expanding 
and  developing  to  reflect  them.  Most  of  our  services  working  with 
children  concentrate  more  and  more  on  sensory  impairment  linked  with  multiple  dis- 
abilities. Our  residential  services  have  seen  similar  changes.  In  Sense  East  at  the  Reach 
Out  Project,  the  home  environment  and  supportive  and  developmental  training  and 
care  is  focused  on  people  with  profound  multiple  disabilities.  Sense's  Usher  services 
is  keeping  pace  with  the  increasing  diagnosis  of  people  with  Usher  syndrome,  the 
different  types  that  are  coming  to  the  fore,  and  providing  more  and  more  advice,  sup- 
port and  training.  Acquired  Deafblind  groups  have  shown  a  growing  need  for  ad- 
vice and  services  such  as  the  Communicator-Guide  Service. 

The  key  to  all  Sense's  services  is  not  only  the  focus  on  specialism,  but  that  each  indi- 
vidual's disabilities  are  considered  in  a  holistic  way  rather  than  as  separate  entities  - 
since  each  aspect  has  an  impact  on  another. 

Talking  Sense  also  aims  for  a  holistic  approach  and  in  the  balance  of  articles  and  is- 
sues, it  will  focus  on  the  whole  of  the  deafblind  community.  If  you  ever  feel  that  we 
haven't  found  the  right  balance  do  please  let  us  know. 

Sarah  Talbot-Williams 
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NEWS 


Royal  visit  to  Westminster  Communicator- 
Guide  Service 


The  Sense  Communicator- 
Guide  Service  provides 
staff  to  visit  dual-sensory 
impaired  people  wherever 
they  live  in  order  to  help 
them  retain  their  indepen- 
dence. Communicator- 
Guides  do  this  by  assisting 
people  with  their  corre- 
spondence; escorting  them 
to  shops,  hospitals,  doctors, 
etc.;  assisting  with  commu- 
nication; and  in  general  act- 
ing as  someone's  eyes  and 
ears  to  enable  them  to  func- 
tion more  independently. 

For  more  than  two  years 
Sense  has  been  providing  a 
service  of  60  hours  per  week 
to  dual-sensory  impaired 
people  living  in  the 
Westminster  area,  and  on  11 
February  1997  Sense's 
Patron,  The  Princess  Royal 
attended  a  presentation  cel- 
ebrating our  achievements.  It 
was  held  on  the  17th  floor  of 
Westminster  City  Hall  in  the 
Lord  Mayor's  Parlour 
(which  overlooks  Bucking- 
ham Palace)  was  attended  by 
eight  of  the  service  users,  the 
Communicator-Guides  and 
other  Sense  staff  including 
Rodney  Clark,  Margaret 
White  and  South  East 
Regional  Director,  Hilary 
Crowhurst.   Many   of   the 


Westminster  staff  who  were 
involved  with  the  service 
were  also  present,  as  well  as 
Westminster  dignitaries  in- 
cluding the  Social  Services 
Director  and  the  Lord  Mayor. 
Some  other  Local  Authorities 
also  sent  a  representative. 

An  official  Union  strike 
over  redundancies  meant 
that  some  Westminster  staff 
were  not  able  to  be  present, 
as  many  union  members  had 
formed  a  picket  line  across 
the  entrance  to  City  Hall.  The 
Union  had  faxed  HRH  ask- 
ing her  not  to  cross  the  pick- 
et line,  and  as  she  arrived  she 
was  greeted  by  noisy  but 
good  natured  pickets  singing 
"Don't  Cross  Our  Picket 
Line"  to  the  tune  of  "God 
Save  the  Queen"! 

All  those  present  heard  a 
presentation  which  was  de- 
livered by  the  Manager  of  the 
service,  Jim  Black,  and  the 
Westminster  Senior  Care 
Manager,  Shirley  Wilson. 
The  Princess  Royal  then  met 
the  service  users,  Comm- 
unicator-Guides as  well  as 
many  staff  from  both  Sense 
and  the  Social  Services. 

After  The  Princess  depart- 
ed, many  people  stayed  on  to 
learn  more  about  this  vital 
service,  and  the  day  ended 


Jim  Black  with  HRH  The  Princess  Royal  and  three  of  the  service 
users  at  Westminster 

on  a  very  positive  note  which 
augurs  well  for  future  co-op- 
eration between  Sense  and 
Local  Authorities  in  the  de- 
velopment of  new  services. 

Jim  Black 


Thinking  Dual  Sensory  in  Essex 


More  than  700  people  living  in  Essex  are  both  deaf  and  blind 
and  the  number  is  increasing,  according  to  a  new  report 
commissioned  by  Essex  Social  Services.  The  report 
"Thinking  Dual  Sensory  in  Essex"  is  the  result  of  in  depth 
research  to  investigate  the  numbers  and  needs  of  deafblind 
people. 


Mrs  Daphne  Race,  Chair  of 
Sense's  Essex  Branch  said; 

"This  landmark  report 
shows  Essex  leading  the  way 
in  the  development  of  ser- 
vices for  deafblind  people.  It 
also  highlights  the  impor- 
tance of  social  services  and 
voluntary  organisations 
working  in  partnership.  If 
everyone  concerned  takes 
the  report  seriously,  and  acts 
on  it,  the  provision  for  deaf- 


blind and  multi-sensorily 
impaired  people  of  all  ages  in 
Essex  should  soon  show 
signs  of  improvement." 

The  report  was  launched 
at  the  Essex  branch's  Annual 
General  Meeting.  Mr  Brian 
Lilley,  the  County  Social 
Services  Manager  for  physi- 
cal and  sensory  disabilities 
attended  and  positively  re- 
sponded to  the  recommen- 
dations made  in  the  report. 


The  report  was  carried  out 
by  two  RNIB  researchers, 
Brian  Peaker  and  Graham 
Willetts,  who  worked  in 
close  consultation  with 
Social  Services  and  Sense's 
Essex  branch;  and  local  vol- 
untary groups  of  Deafblind 
UK;  and  RAD  (The  Royal 
Association  for  the  Deaf). 

The  report's  recommen- 
dations include: 

•  Recognition  of  the  high 
incidence  of  dual  senso- 
ry impairment  amongst 
older  people; 

•  Commitment  to  in- 
creased registration  of 
dual-sensory   impaired 


people  leading  to  greater 
recognition  of  their 
needs; 

Recruitment  of  a  liaison 
officer  for  services  for 
deafblind  people;  and 
Development  of  Comm- 
unicator-Guide schemes 
to  cost  effectively  aid  the 
independent  living  of 
deafblind  people,  partic- 
ularly the  elderly 


3  ■  Talking  Sense  ■  Summer  1*)7 


NEWS 


Jl^r 


First  Steps 

A  report  to  North  Yorkshire  and  the  City  of 
York 

Following  a  report  commissioned  by  the  Strategic 
Commissioning  Forum  for  North  Yorkshire  which  con- 
cluded that  there  was  no  specialist  provision  for  deafblind 
people  in  the  areas  covered  by  the  North  Yorkshire  Health 
Authority  and  the  (then)  North  Yorkshire  County  Council, 
the  Forum  decided  to  fund  a  project  for  12  months  aimed 
at  maximising  the  collaboration  between  relevant  voluntary 
and  statutory  agencies,  and  developing  proposals  for  a  coun- 
trywide resource.  The  'First  Steps'  report  is  the  first  stage 
of  that  process. 

agrees  the  principles  on 
which  services  for  deafblind 
people  are  to  be  based  and 
then  asks  each  agency  to  pro- 
vide information  on  the  pro- 
posed standards  and  imple- 
mentation. It  also  suggests 
the  appointment  of  the  poli- 
cy coordinator  on  a  three 
year  contract  to  oversee  the 
implementation  of  a  policy 
and  services.  It  is  proposed 
the  service  develops  on  three 
levels: 

1.  The  development  of  a 
specialist  team. 

2.  Specialist  workers  at  dis- 
trict level  who  would 
commission  and  manage 
services. 

3.  Specially  trained  home 
care  assistants  would 
work  in  local  areas  in  the 
short  term,  whilst  a  guide 
help  service  was  being 
established. 

It  was  also  suggested  that 
a  charity  be  set  up  to  provide 
the  specialist  high  cost  com- 
munication equipment  need- 
ed, with  trustees  drawn  from 
the  local  business  communi- 
ty and  interested  profession- 
als. 


The  report  looked  at  the 
structure  of  services  current- 
ly provided  and  concluded 
that  as  in  many  other  coun- 
ties there  is  no  precise  infor- 
mation about  the  number  of 
deafblind  people  in  the  area, 
and  no  services  specifically 
targeted  at  them.  There  is 
also  very  little  exchange  of 
information;  for  instance  be- 
tween people  who  are  regis- 
tered as  deaf  and  people 
who  are  registered  as  blind. 

The  report  identified  areas 
where  training  is  needed: 
for  specialist  resources,  in 
private  and  voluntary  homes 
and  for  line  managers.  It 
also  exposed  weaknesses  in 
existing  training,  citing  a 
need  for  coordinated  gener- 
al awareness  training  and  a 
system  of  update  and  repeat 
training. 

Services  received  by  deaf- 
blind people  in  the  area  are 
dependent  on  the  skills  base 
available  rather  than  on  the 
overall  strategy  of  the  Local 
Authority.  Collaboration  be- 
tween areas  is  needed  before 
services  can  improve.  The  re- 
port recommends  that  the 
joint  Commissioning  Forum 


'See  it  Right' 

The  RN'IB  presented  its  See 
it  Right  Awards  at  a  special 
ceremony  in  the  Church 
House  Conference  Centre 
on  Wednesday  30th  April. 
Three  organisations  and  one 
individual  were  chosen  by 
the  expert  panel  for  their  ex- 
relk-nre  in  the  provision  of 
accessible  information  to 
blind  and  partially  sighted 
people. 
The  winners  were: 


National  category  - 
Jephson  Housing  Associa- 
tion. 

Local  category  -  Notting- 
ham Playhouse. 

Health  category  -  Dudley 
Health  Authority. 

Hero  -  Paul  Dawson,  an 
estate  agent  from  Peter- 
borough. 

The  winners  were  pre- 
sented with  'See  it  Righf  cer- 
tificates by  a  celebrity  panel. 


Russell  Blooms  at  Chelsea 

Russell  Gilmore,  who  has  Usher  syndrome  will  be  well- 
known  to  many  Talking  Sense  readers  as  the  cartoonist  be- 
hind the  'Fred  the  Usher'  series.  But  as  well  as  being  a 
skilled  artist,  Russell  is  also  an  expert  gardener. 


Russell  Gilmore  in  action  at  the  Chelsea  Flower  Show 


Despite  being  profoundly 
deaf  and  having  very  re- 
stricted vision,  Russell  has 
created  a  wonderful  garden 
at  his  home  in  Warlingham 
Surrey  which  would  be  the 
envy  of  any  hearing  or  sight- 
ed gardener.  The  garden 
boasts  shady  arbours, 
hedges  trimmed  into  the 
shape  of  birds,  and  an  enor- 
mous variety  of  flowers  and 
plants.  His  work  in  the  nurs- 
ery of  the  Whitgift  School 
supporting  the  work  of  the 
biology  students  there,  is 
also  highly  regarded. 

This  year,  in  recognition  of 
his  skills,  Russell  helped 
Wyevale  Garden  Centres  to 
put  together  their  land- 
scaped Cotswold  garden  for 
the  Chelsea  Hower  Show,  by 
planting  a  variety  of  plants 
for  them.  Landscape  gar- 
dener Christine  Pritchard 
hadn't  worked  with  a  deaf- 
blind gardener  before,  and 


confessed  that  at  first  she  had 
felt  rather  nervous  about  it  - 
not  least  because  of  the  fierce 
competition  and  exacting 
standards  expected  at 
Chelsea.  But  she  was  very 
impressed  by  Russell's  skills, 
and  grateful  for  the  help  he 
gave.  Russell  himself,  ac- 
companied by  his  father  Bill 
Gilmore  and  interpreter 
Siobhan  Richardson,  had  a 
great  day:  "It  was  really  good 
fun  and  an  excellent  experi- 
ence -  I  enjoyed  every 
minute  of  it". 

Then  at  the  opening  of  the 
show  on  Monday  19  May, 
Wyevale  launched  their  new 
'Lesley  Joseph'  rose  -  for 
every  rose  sold  Sense  will  be 
donated  £1.  Next  year,  Sense 
will  be  the  main  benefactor 
of  the  Chelsea  Flower  Show, 
which  will  give  us  the  op- 
portunity to  give  deafblind- 
ness  a  higher  profile  and  to 
raise  even  more  money.  And 
having  had  a  taste  of  gar- 
dening on  an  international 
stage,  Russell  is  already  look- 
ing forward  to  being  in- 
volved again  next  year. 


Lesley  Joseph 
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Do  you  know  about  the 
Disability  Living  Allowance 
-  Care  Component? 


The  Disability  Living 
Allowance  (DLA)  is  a  bene- 
fit paid  to  ill  or  disabled 
people  themselves,  or  to  a 
legally  appointed  represen- 
tative. One  of  the  compo- 
nents to  which  a  recipient 
may  be  entitled  is  called  the 
Care  Component.  For  peo- 
ple in  residential  care,  the 
'care  component'  may  be 
used  to  contribute  to  the 
costs  of  a  carer  when  a  per- 
son spends  periods  away 
from  their  residential  care 
home.  The  allowance  is  not 
paid  on  the  basis  that  it  has 
to  be  used  for  any  specific 
purpose.  Carers  /relatives  do 
not  have  a  legal  right  to  the 
allowance  and  each  applica- 
tion is  examined  individual- 
ly, so  applications  aren't  al- 
ways successful.  However, 
Sense  wants  to  make  sure 
that  if  any  benefit  is  due,  then 
it  should  be  claimed  and 
paid  to  the  relevant  person. 

Payment  of  the  care  com- 
ponent is  based  on  the  num- 
ber of  days  a  person  is  away 
from  their  usual  residential 
accommodation,  and  is 
therefore  paid  at  a  daily  rate. 
The  person  must  have  spent 
one  day  and  one  night  away 
before  a  claim  can  be  made. 
There  are  three  levels  of  al- 
lowance. From  the  7  April 
1997,  the  lower  rate  is  £13.15 
per  week,  the  middle  rate  is 
£33.10  per  week  and  the 
higher  rate  is  £49.50  per 
week.  This  would  be  divid- 
ed by  seven  to  calculate  a 
daily  rate. 

There  is  no  set  time  limit 
for  claiming  the  allowance, 
but  if  a  claim  is  delayed  for 
more  than  3  months,  there  is 
likely  to  be  a  loss  in  payment. 
The  appointed  representa- 
tive should  claim  for  the 
care  component  on  a  DLA  52 
form  "Disability  Living 
Allowance  Unit  Claim  for 
Time  Spent  at  Home". 

If  a  Sense  employee  is  the 
legally  appointed  represen- 
tative, they  will  apply  for  the 
care  component  of  the  DLA 
when  a  service  user  has 
spent  time  away  from  their 


normal  place  of  residence  in 
a  Sense  group  home.  If  a  suc- 
cessful claim  is  made,  the 
Benefits  Agency  will  (usual- 
ly) put  the  payment  into  the 
service  user's  account.  Sense 
will  then  forward  payment 
to  the  carer/relative,  as 
agreed,  when  the  service 
user  stays  with  them.  The 
process  usually  takes  ap- 
proximately two  months. 
Some  carers /relatives  may 
prefer  that  the  money  re- 
mains in  the  service  user's 
own  account,  others  may 
prefer  to  have  it  forwarded  to 
them  to  assist  with  the  addi- 
tional costs  of  having  their 
relative  home. 

Anyone  who  receives  this 
payment  needs  to  be  aware 
that  they  should  inform  any 
other  relevant  agencies  (e.g. 
Housing  Benefit,  Tax  Office 
etc.) 

If  you  have  any  queries 
about  Sense's  administration 
of  the  Care  Component,  con- 
tact your  regional  residential 
services,  or  Carolyne  Soar  at 
Sense  Finance  Centre,  on 
01924  298000.  For  other  in- 
formation and  advice,  con- 
tact DIG  (Disablement 
Income  Group)  on  0171  263 
3981,  Disability  Alliance 
Advice  Line  on  0171  247 
8778  (Monday  &  Wednesday 
2pm  -  4pm)  or  the  Benefits 
Agency  on  0345 123456  (calls 
charged  at  local  rate). 

Francesca  Bondy 
Policy  Officer 


NEWS 


The  Professional 
Development  Programme 
is  here  again! 


"It  is  beyond  a  doubt  that  this 
tremendously  in  improving 
Sheela  Sinha  from  India  was  a 

Because  deafblindness  is 
such  a  specialised  disability, 
carers  and  professionals 
trained  in  working  with  deaf 
or  blind  people  alone  will  not 
have  the  appropriate  skills  to 
provide  adequate  support 
for  deafblind  people.  In 
countries  where  services  for 
deafblind  people  are  limited 
or  just  beginning  to  grow, 
this  type  of  training  will  not 
be  available.  Without  oppor- 
tunities for  staff  develop- 
ment, there  is  a  danger  that 
the  growth  of  quality  ser- 
vices will  be  stifled. 

The  unique  nature  of  deaf- 
blindness  has  forced  profes- 
sionals to  look  international- 
ly for  support  and  training. 
And  more  often  than  not 
these  people  have  looked  to 
Sense. 

Sense  International  has  re- 
sponded by  setting  up  the 
Professional  Development 
Programme  (PDP)  which  en- 
ables professionals  from 
countries  with  developing 
services  to  observe  services 
and  gain  access  to  the  wealth 
of  expertise  in  the  UK.  Each 
participant's  six-week  pro- 
gramme is  individually  de- 
signed to  meet  their  specific 
needs  and  that  of  their  or- 


programme  has  helped  me 
upon  my  existing  skills." 
participant  on  the  first  PDP. 

ganisations.  In  addition  to 
the  time  spent  in  the  UK,  fol- 
low-up support  is  given  to 
enable  them  to  put  what 
they  learned  into  practice. 

Following  last  year's  suc- 
cess, it  was  decided  that  the 
PDP  should  become  a  regu- 
lar occurrence  and  prepara- 
tions are  well  underway  for 
the  second  Sense  Inter- 
national PDP  which  will  take 
place  from  15  September  to 
24  October.  This  year  we  re- 
ceived over  30  excellent  ap- 
plications for  only  six  places. 
It  was  a  very  difficult  deci- 
sion, but  this  year  we  will  be 
welcoming  participants  from 
India  (2),  Nigeria,  Lithuania, 
Austria  and  as  far  afield  as 
Papua  New  Guinea.  More  in- 
formation on  each  partici- 
pants programme  will  be 
given  in  the  next  issue  of 
Talking  Sense. 

We  know  that  this  year's 
programme  will  be  every  bit 
as  exciting  as  last  year's  and 
hope  that  many  people  will 
become  involved  again.  For 
more  details,  please  contact 
Emanuela  Brahamsha  at 
Sense  International. 

Emanuela  Brahamsha 
Sense  International 


Participants  in  last  year's  course: 

Brother  George  Velicakathu,  Gricelda  Callegari,  Sheela  Sinha, 

Ximena  Serpa  and  hiah  Bakuseka 
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Extra  Sensory  support 


Sense  recently  completed  new  research 
into  educational  provision  for  deafblind 
children  in  England  and  Wales.  Here 
Eileen  Boothroyd,  Education  Officer 
describes  the  key  findings,  and  comments 
on  their  implications. 
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-ueszcr.ed  :r.  a  v.dde  rar.ee 
. :  issues  ::r;errar.a  service 
r::~-asi:r  ::  r:e-s:h:;i  ard 
s:r:-:'.  ahddrer.  ard  are  :e- 
fuiasrrevidear.  alrr.c-siur  :: 
::-:-  -.lev.-  ::  :>-  ;;r;:r^  :: 
aeadrdr.a  ard  --^--ser^cr.- 
rmpaired  children.  It  high- 
lights new-  developments 
and  co-operative  working 
practice  as  well  as  areas  of 
difficult}*  and  concern. 

The  survey  was  designed 
with  the  purpose  of  examin- 
ing the  following: 

•  how  present  services  are 
organised,  what  they  pro- 
vide, how  manv  LEAs 
have  developed  a  special- 
ist service 

•  how  many  LEAs  are  plan- 
ning a  specialist  service 

•  what  specialist  schools  in 
the  non-maintained  sector 
offer 

•  the  prospects  of  deafblind 
multi-sensory-impaired 
children  services  in  the 
future 

•  how  the  voluntary  sector  is 
involved  now  and  in 
which  ways  it  may  offer 
support  in  the  future. 

83%  of  Local  Education 
Authorities  responded  to  the 
survey  and  7  out  of  8  spe- 


cialist schools  with  non- 

~air:aired  ::  arar:  —  at- 
tained status. 

What  did  the 
survey  show? 

Service    Deliverv    and 

Planning 

liver."  ard  riar.r.ir.a  :: 
sr.ev.-ed  aha:  IZAs  are  aa- 
kr.cv.-.edcir.g  ar.d  hecar.- 
rar.a  ::  aevelcr  ~rv-~"=':~- 
servicesaa  rr.ee:  the  urdcue 
reedi  a:  ahddrer  v.-h;  are 
deafrdr.d  ar.d  rr.uiu-ser.- 
sory  impaired.  All  LEA  re- 
srar.der.rs  r:.  are  sar- 
r :~  ::  ahis  ar :  ar  ::  ahd- 
drer.  ha:  1-  "  have  a  dis- 
crete  service  based  within 
the  learning  or  sensorv 
support  service. 

•  ?--"  ;:  resr-cr.der.:  LEAs 
have  a:  leas:  ar.e  auahraed 
tpacher  of  multi-sensory 
impaired  children  on  their 
staff.  Some  have  more  than 
:r.e  rr .err he:  ::  saararec;  a- 
nising  the  resource  impli- 
:ar:  rs :::  sah;  :"_«  ar.d  ad- 
visory  service  in  the  pro- 
vision of  successful  sup- 
ra:: 

•  Pre-school  services  for 
children  are  available  in  all 
authorities  in  a  variety  of 
ways,  but  predominantly 
through  visiting  specialist 
teachers  of  sensory7  im- 
paired children. 

•  1  of  respondents  have 
plans  for  development  in 
the  next  year  however 
strategic  planning  and 
new  service  developments 
are  inhibited  by  funding 
restrictions  and /or  pend- 
ing unitary  authority  sta- 
tus. 

Although  there  is  opti- 
mistic reporting  of  newly 
qualified  teachers  reaching 
the  field  and  support  ser- 


vices developing,  there  is 
aisa  r-:rr.e  ser.cus  ::r:err 
about  the  way  in  which 
LEAs  intentions  to  develop 
new  services  may  not  be 
raiaidea  Thas  is  heeause  :  : 
r_r  drra  ara  rud_er_r._  re- 
strictions  and  the  introduc- 
tion of  Unitary  AutJ>ority 
status  for  some.  Smaller 
authorities  with  reduced 
aarsuraereaef  ara  daere- 
fore  reduced  budgets  ma  v. 
as  a  natural  consequence, 
find  more  difficulty  in  jus- 
tifying the  high  level  of  re- 
-:araar.a  aeeuaaea  ::  :e:arr 
and  develop  services  for 
children  with  low  inci- 
dence disability.  What  con- 
cerns Sense  is  that  this  ma  v 
lead  to  a  reduction  in  both 
LEA  support  and  also  a  re- 
luctance to  place  children 
in  the  specialist  non-main- 
tained sector  schools,  sole- 
ly for  reasons  of  cost  Earl  v 
indications  suggest  that  the 
new  Unitary  Authorities,  in 
common  with  most  others, 
are  already  under  consid- 
erar'.e  rressure  ::  rr.aar  :aar. 
services  while  reducing 
fr-r.aar._ 

School  Places 

*  CK^erwlielmmgly  primarv 
and  secondary  level  chil- 
dren who  are  deafblind 

and  multi-sensory-im- 

raared  a:e  :er:r:ea  ::  he 
auer.dar.a  sah:  :'.f  :::  ahah 
dren  with  severe  learning 
difficulties. 

•  Over  half  the  LEA  respon- 
dents recognised  the  value 
of  sharing  expertise  in 
order  to  meet  the  highly 
individual  and  specialised 
needs  of  these  children  by 
pladng  them  in  specialist 
schools  both  in  other  au- 
thorities and  in  the  non- 
maintained  sector. 

Where  children  are  within 
schools  for  children  with  se- 
vere learning  difficulties  the 
implications  are  very  signif- 
icant for  staff.  Schools  often 
have  difficulty  in  creating  an 
appropriate  learning  envi- 
ronment and  gaining  access 
to  support  from  those  staff  in 
the  advisorv  service  with  ex- 


perience of  children  with 
sensory  loss. 

Assessment  and 
Review 


on-going  review  of  pupil 

reeds  if  ar.  area  v.-hicr  :r 
the  basis  of  this  survev 
iackf  srra.egi;  rrrarusa- 
tional  planning  in  a  large 
r.iarhhe:  ::h_EAs  Thas  aaaa 
reveals  a  major  concern  for 
ferse 

It  has  been  apparent  for 
a  long  time  that  providing 
specialist  assessment  is 
problematical  in  manv 
i:;ai  eau:ar:r.ai  authori- 
ties. Assessment  and  re- 
view are  vital  tools  in  the 
edueau  :r  ::  aeadrar  a  ara 
multi-sensory  impaired 
children.  They  are  both  di- 
aar.fr.;  ara  r::ar.:su: 
ara  re::re:  if  firr.rle  ::  a:- 
comphsh  successfully.  Both 
require  thoughtful  and 
struarured  ::r.rr:a uri :r_; 
from  those  who  know  the 
children  and  those  whose 
knowledge  and  expertise 
are  specifically  centred 
around  sensory  loss  and 
child  development 

Children  with  Special 
Educational  Needs  are  en- 
raea::  ar.  assessrr.er.tdaa: 
not  only  provides  an  accu- 
:a:e  r::r_re  ::  their  raeser: 
deve'.errr.er.tal  f:aae  :a: 
also  a  basis  for  sound  edu- 
cational planning  for  the 
future.  Without  serious  and 
specialist  attention  to  the 
rr::ess::r.:d  r:;-:eff  ::  as- 
feffrr.er:  aarraaara  rras- 
takes  can  be  made  It  is  ac- 
knowledged that  the  as- 
sessment of  children  with 
such  complex  and  individ- 
aah-rer.a'.  reeas  ~;rr  suar 
a  low  incidence  group  pre- 
sents a  major  difficulty  for 
LEAs  as  it  requires  a  spe- 
cialist team  and  specialisa- 
tion is  rare.  Sharing  expert 
resources  with  the 
Voluntary  Sector  and  spe- 
cialist schools  may  provide 
a  cost  efficient  and  educa- 
tionally effective  answer- 
Assessments  should  pro- 
vide a  positive  experience 
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and  the  type  and  level  of 
service  that  a  child  receives 
should  not  depend  on  geo- 
graphical location. 

Specialist  Staff 

•  Since  1988  65  teachers  have 
gained   the  mandatory 
qualification  from  Birm- 
ingham University  and  40 
are  presently  enroled.  In 
addition,  16  teachers  have 
qualified  at  the  University 
of  London  Institute  of 
Education  Course  and 
Whitefield   School  and 
Centre  Course. 
This  information  is  par- 
ticularly heartening.  Over 
the  past  ten  years,  consid- 
erable gains  have  been 
made  in  staff  development 
and  teacher  training  and 
the  core  of  interested  and 
qualified  professionals  is 
growing  annually.  There 
are  unmet  opportunities 
for  developing  specialist 


training  for  the  more  expe- 
rienced and  qualified  pro- 
fessionals and  also  for 
classroom  assistants  and 
Intervenors  who  in  the  past 
have  had  few  resources  de- 
voted to  their  professional 
needs.  Financial  support 
for  exploring  new  ideas  in 
a  research  environment  is 
rare  and  yet  central  to  good 
practice  if  theoretical  and 
practical  developments  are 
to  take  place. 


Specialist  Schools 

•  The  specialist  schools 
places  a  high  priority  on 
co-operation  and  partner- 
ship with  LEAs. 

•  They  have  high  levels  of 
specialist  qualification 
amongst  their  staff  includ- 
ing those  required  for  spe- 
cialist assessment  and  re- 
view. 

•  They  involve  multi-disci- 


plinary teams  as  standard 
and  frequently  have  high 
staff  to  pupil  ratios. 
•  However,  fewer  children 
are  being  referred  and 
those  that  are  reflect  the 
changing  etiology.  Many 
have  an  additional  dis- 
ability and  may  be  med- 
ically fragile. 

In  addition,  these  schools 
are  reporting  increasing 
numbers  of  children  com- 
ing after  other  placements 
have  broken  down  after 
failing  to  meet  the  child's 
specific  individual  needs, 
particularly  those  in  the 
area  of  communication. 
This  is  a  very  disturbing 
trend.  Specialist  schools  are 
well  equipped  to  meet  the 
needs  of  children  who  chal- 
lenge  but  their  remit 
should  not  be  reduced  to 
support  this  group  alone. 
There  is  a  danger  that  the 
provision  they  offer  will  be 


reviewed  as  a  last  resort  for 
some  instead  of  an  early 
possibility  for  all  children. 
Their  skills  and  knowledge 
must  emanate  from  the  ex- 
perience of  their  staff  with 
a  wide  range  of  children 
who  require  the  specialist 
approach  they  offer. 

This  report  has  now  been 
circulated  to  LEAs  and  spe- 
cialist schools  across 
England  and  Wales.  Sense's 
thanks  go  to  all  those  who 
supported  it  with  their  time 
and  expertise.  Discussions 
have  started  within  Sense  to 
use  the  information  it  pro- 
vides as  a  basis  for  continu- 
ing the  campaigning  and 
policy  and  service  develop- 
ment across  the  UK. 

Eileen  Boothroyd 

Copies  are  available  from 
Sense  Education  Team  at 
Head  Office,  price  £10.00. 


Round  up 


Roisin  McEvoy,  Assistant  Education  Officer 
gives  another  brief  guide  to  publications,  infor- 
mation and  events  for  professionals  and  parents 
interested  in  education  and  other  children's 


issues. 

Since  the  last  Talking  Sense, 
the  Centre  for  Studies  on 
Inclusive  Education  (CSIE) 
has  circulated  a  further  up- 
dated publications  list.  As 
well  as  the  free  publications 
about  the  rights  and  needs  of 
pupils  with  disabilities  who 
are  in  mainstream  schools, 
they  have  also  developed  a 
new  guide  for  schools  which 
focuses  on  the  school's  re- 
sponsibilities with  regard  to 
inclusion  as  well  as  case- 
study  type  material  looking 
at  the  experiences  of  partic- 
ular pupils  and  schools.  The 
address  for  more  informa- 
tion is:  CSIE,  1  Redland 
Close,  Elm  Lane,  Redland, 
Bristol,  BS6  6UE. 

An  RNIB  publication 
available  this  month  is 
"Access  Technology:  a  guide 
to  educational  resources  for 
visually   impaired   users". 


The  guide  examines  how  a 
wide  range  of  technology 
can  be  used  to  provide  alter- 
native means  of  communi- 
cation, to  make  information 
accessible  and  to  produce 
materials,  as  well  as  its  use  as 
an  educational  and  develop- 
mental tool.  For  information 
contact  the  RNIB  Education 
Centre,  Garrow  House,  190 
Kensal  Road,  London  W10 
5BT. 

Readers  in  Scotland  may 
be  interested  in  finding  out 
about  the  Scottish  Sensory 
Centre.  The  SSC's  latest  in- 
formation describes  their  ac- 
tivities as  working  with  pro- 
fessional and  parents  groups 
as  well  as  with  young  people 
to  support  and  promote  new 
developments  and  good 
practice  in  the  education  of 
pupils  who  are  visually  im- 
paired; hearing  impairment 


and  dual-sensory  impair- 
ment. If  you  would  like  to 
know  more  about  their  ac- 
tivities write  to  the  centre  at 


Moray  House  Institute  of 
Education,  Holyrood  Road, 
Edinburgh,  EH8  8AQ. 


Notts  staff  development  day 


Nottinghamshire  staff  at- 
tended a  Sense  educational 
professional  development 
day  in  March.  The  focus  of 
the  day  was  "Successful 
Intervention  with  Pupils 
who  Challenge".  The  trainer 
was  Dave  Wood  from  RNIB 
Rushton  Hall  School  whose 
presentations  included  ex- 
amination of  what  we  mean 
by  "challenging  behaviour" 
and  how  it  may  develop  in 
pupils  who  are  multi-senso- 
ry-impaired. Using  case- 
studies,  he  encouraged  the 
participants  to  examine  their 
own  experiences  and  prac- 
tice with  a  view  to  develop- 
ing strategies  to  deal  with  be- 
haviour difficulties. 
25   staff  attended    from 


across  the  county,  including 
teachers  and  special  needs 
support  assistants  from 
schools  for  pupils  with  se- 
vere learning  difficulties; 
staff  from  the  specialist  sen- 
sory support  services  and 
preschool  services.  Their  re- 
sponses were  very  positive, 
one  participant  said: 

"It  was  a  really  excellent 
day  which  I  thoroughly  en- 
joyed! I  will  definitely  be 
thinking  about  how  I  work, 
in  particular  how  I  commu- 
nicate, with  the  children  that 
I  come  into  contact  with." 

Sense  will  continue  this 
staff  development  work  with 
further  events  planned  for 
Greater  Manchester  and  the 
North  East  in  June. 
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News  in  brief 


New  Sense  Development  Officer 
for  the  North  West 

Catherine   Lloyd  has  been  appointed  as  Development 
Officer  for  the  North  West. 

Cathy's  brief  is  to  investigate,  initiate  and  develop  services 
and  pro\ision  for  deafblind  people  and  those  with  sensory 
loss  and  additional  disabilities  within  the  North  West  area  of 
the  Sense  North  region. 

Although  born  and  bred  in  Blackburn,  Cathy  has  worked 
for  the  past  ten  years  in  the  care  industry  in  different  parts  of 
the  country  and  decided  to  return  to  her  northern  roots  to 
"breathe  fresh  air,  to  spend  less  time  stuck  in  traffic  jams,  to 
be  with  friendly  people  but  most  of  all...  so  that  I  don't  have 
to  travel  450  miles  round  trip  to  attend  a  home  match"  ex- 
plains Cathy  as  an  a\id  supporter  of  Blackburn  Rovers. 


Catherine  Lloyd 


PCC  sets  up  Textphone  facility 

The  Press  Complaints  Commission  is  introducing  a 
Textphone  service  as  part  of  the  continuing  process  of  mak- 
ing it  even  more  accessible  to  every  member  of  the  public 
under  the  Commission's  Complaints'  Charter  Initiative. 

The  Textphone  number  is  0171-583  2264  and  is  available 
now  during  normal  working  hours. 

Under  the  terms  of  the  Complaints'  Charter,  the  PCC  is  also 
ensuring  that  an  audio  cassette  explaining  the  complaints  pro- 
cedure and  the  Code  of  Practice  is  available  free  of  charge  to 
assist  those  who  are  visually  impaired.  For  further  informa- 
tion contact  Laura  Perito  on  0171-353  1248  or  on  the 
Textphone  number. 

Survey  of  Interveners  working 
with  deafblind  pupils  in  the  UK 

Are  you  working  as  a  school-based  Intervenor  with  a  multi- 
sensory-impaired  pupil? 

Would  you  be-  willing  to  take  part  in  a  survey  looking  at 
your  experiences  and  opinions? 

I  am  currently  circulating  a  questionnaire  to  Intervenors 
who  work  in  classroom  situations  and  work  on  a  one-to-one 
basis  with  pupils  who  are  deafblind  or  multi-sensory-im- 
paired. If  you  have  not  already  heard  from  me  and  you  would 
<  onsider  taking  part  in  this  survey,  I  would  be  really  pleased 
to  hear  from  you. 

PfeaM  <  ontac  I  Koisin  McFvoy,  Assistant  Education  Officer, 
at  Senv  I  lead  Office  in  Hnsbury  Park,  Tel:  0171  272  7774. 


New  report  highlights  exclusion 
from  services 

A  new  report  by  the  Mental  Health  Foundation  claims  that 
children  with  learning  disabilities  and  severe  challenging 
behaviour  face  exclusion  from  services. 

The  report,  "Don't  forget  us'  warns  that  unless  children  with 
learning  disabilities  and  severe  challenging  behaviour  are  of- 
fered appropriate  services  and  support  from  an  earlv  age,  they 
run  the  real  risk  of  being  excluded  not  only  from  schools,  play- 
groups or  leisure  activities,  but  also  from  family  life  itself. 

The  report,  by  Phillipa  Russell  OBE,  Director  of  the  Council 
for  Disabled  Children,  reveals  how  many  families  face  dis- 
crimination and  exclusion  from  services  and  from  the  com- 
munity in  general,  and  are  denied  good  quality  child  care  and 
educational  opportunities. 

A  number  of  key  issues  were  identified  which  need  to  be 
addressed.  They  included;  early  identification  and  interven- 
tion for  children  with  severe  challenging  behaviour,  and  the 
need  to  involve  the  whole  family  in  planning  services  and  to 
invest  in  the  next  generation. 

'Don't  forget  us'  is  priced  at  £12  and  is  available  from  the 
Mental  Health  Foundation,  37  Mortimer  Street,  London  WIN 
8JU 

The  launch  of  Moonbase! 

Moonbase  is  a  new  resource  centre  to  promote  and  support 
the  teaching  of  Moon  to  children  and  young  people  with  a 
visual  impairment  who  are  unable  to  access  print  or  braille. 
The  base  is  at  RNIB  Rushton  Hall  School  near  Kettering 
and  it  is  a  collaborative  project  developed  by  the  RNIB  and 
the  University  of  Birmingham. 

Moon  is  based  on  a  simplified  raised  line  version  of  the 
roman  print  alphabet  and  was  devised  as  long  ago  as  1847 
by  Dr  William  Moon.  It  uses  large  and  bold  characters  and  it 
has  found  a  particularly  valuable  role  amongst  elderlv  blind 
people  and  has  recently  shown  great  potential  in  the  devel- 
opment of  literacy  in  children  and  young  people  with  visu- 
al impairments  and  additional  disability. 

On  the  22  April  Moonbase  was  launched  officially  and  a 
large  number  of  professionals  and  children  gathered  to  hear 
about  the  way  in  which  the  original  project  was  instigated  to 
investigate  the  possibilities  of  using  Moon  code  as  a  teach- 
ing medium  for  a  range  of  children  and  young  people  with 
visual  impairment  and  additional  disabilities. 

David  Hussey,  Headteacher  of  RNIB  Rushton  Hall  School 
and  Steve  McCall  from  Birmingham  University  welcomed 
participants  by  describing  the  background  to  the  project.  After 
that  there  was  an  opportunity  to  view  the  materials  and  dis- 
cuss the  ways  in  which  they  were  being  used  or  might  be  used 
in  the  future. 

The  Moonbase  is  there  to  provide  support  for  profession- 
als, teachers  and  parents  of  children  with  visual  impairments 
and  additional  disabilities  or  learning  difficulties.  If  you 
would  like  more  information  about  what  Moon  might  be  able 
to  do  for  you  and  children  that  you  know,  please  contact 
Caroline  Knight  at  RNIB  Rushton  Hall  School  on  10536  710 
506. 

P.S.  There  is  a  Moon  Conference  on  using  Moon,  being  organised 
at  Birminglwm  University  on  October  3rd.  For  details  con- 
tact the  National  Library  for  the  Blind,  4  Cromwell  Road, 
Bredbury,  Stockport  SK6  2SG. 
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Having  your  say  in  Sense 


Ultimately  Sense  is  controlled  by  its  members.  They  elect 
members  of  Council  and  can,  as  a  last  resort,  dismiss  the 
whole  Council  if  they  lose  confidence  in  it.  All  of  the  paid 
staff  are  accountable  through  the  Chief  Executive  to  the 
Council,  which  guides  the  work  of  the  organisation  by 
agreeing  plans  and  budgets,  and  making  specific  decisions 
on  major  issues. 


Are  you  a  member?  Would 
you  like  to  be?  If  you  would 
like  to  be  involved  in  our 
work  and  are  either  not  sure 
whether  you  are  a  member 
or  would  like  to  join,  fill  in 
and  return  the  form  below. 

The  Annual 
General  Meeting 
(AGM) 

This  year  the  AGM  will  be  on 
the  afternoon  of  Sunday  14 
September  1997  at  West  Park 
Centre  in  the  University  of 
Dundee;  at  the  conclusion 
of  Sense  Scotland's  6th 
International  Conference. 
The  conference  begins  on 
Friday  12  September.  The 
conference  theme  will  be 


'Looking  to  the  Future'  and 
will  include  international 
plenary  speakers,  a  range  of 
workshops,  and  the  guest 
speaker,  John  Mclnnes  of  the 
Canadian  Deafblind  and 
Rubella  Association  and 
winner  of  IAEDB's 
Distinguished  Service 
Award  1996.  The  conference 
will  be  of  interest  to  anyone, 
wherever  you  come  from. 

All  members  will  receive 
an  official  notification  of  the 
AGM.  If  you  live  outside  of 
Scotland  and  would  like  to 
come  to  the  AGM  and  the 
conference  but  are  unable  be- 
cause of  the  cost,  please  con- 
tact Jacqueline  Galyer  at 
Sense,  11-13  Clifton  Terrace, 
Finsbury  Park,  London  N4 
3SR,  telephone  0171    272 


7774.  This  year's  AGM  will 
include  some  important  con- 
stitutional changes  designed 
to  make  Sense's  Council  a 
more  effective  body. 

The  Council 

The  Council  is  made  up  of 
Trustees,  all  of  whom  are 
'volunteers',  and  meets  four 
times  a  year.  Most  Council 
members  are  linked  with 
one  of  the  regions  or  depart- 
ments of  Sense,  working 
closely  with  the  appropriate 
Director.  Every  year  there  are 
a  number  of  places  available 
on  the  Council,  as  trustees 
reach  the  end  of  their  term  of 
office.  Any  member  of  Sense 
may  nominate  any  other 
member,  providing  they 
have  the  consent  of  the  per- 
son nominated. 

This  year  a  Council  work- 
ing group  has  been  looking 
at  whether  the  Council  has 
the  range  of  skills  and  expe- 
rience it  needs  to  do  its  job. 
The  areas  where  it  was  felt 


that  the  Council  could  be 
strengthened  included  peo- 
ple with  knowledge  of: 

•  acquired  deafblindness 

•  finance 

•  fundraising 

•  legal  affairs 

•  marketing  &  PR 

•  community  development 

•  government 

•  social  and  medical  re- 
search. 

The  Council  are  also  inter- 
ested in  attracting  people 
with  relevant  skills  who 
themselves  have  a  disability 
or  are  from  an  ethnic  minor- 
ity. 

If  you  have  ever  thought  of 
serving  on  the  Council,  now 
or  at  any  time  in  the  future, 
please  contact  Jessica  Hills, 
Sense's  Chairman,  at  The 
Old  Mill  House,  Tredington, 
Shipston-on-Stour, 
Warwickshire  CV36  4NJ, 
telephone  01608  661284. 


Membership  Application  Form    ZZ^wy 


l/we  wish  to  apply  for  membership  of  Sense 


Sense 

The  National  Deafblind 
and  Rubella  Association 


1.  Surname 2.  Surname.. 

Title Title 

Forename Forename 

Address 


Postcode 
Work  Tel- 


County 

Home  Tel 

Please  tick  this  box  if  you  or  any  member  of  your  family  has  a  sensory  impairment   □ 

Please  fill  in  and  return  this  form  to 

Jacqueline  Galyer,  Sense,  11-13  Clifton  Terrace,  Finsbury  Park,  London  N4  3SR 

Sense  is  registered  in  accordance  with  the  National  Assistance  Act  1948  and  the  Charities  Act  1960. 
Charity  No.  289868  and  a  company  Umited  by  Guarantee. 
Registered  in  England  and  Wales  Company  No.  1825301 


For  Office  Use  Only: 

1 .  Membership  No 

2.  Membership  No 

Free  Subscription?  Yes/No 


Talking  Sense  Subscriber  Yes/No 

Renewal  Date 

Initials 
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New  Government  special 


After  the  Wirral  South  by-election  in  February  in  which 
Labour  secured  a  14"^  swing  against  the  defending 
Conservatives,  I  thought  that  it  was  time  Sense  prepared 
itself  for  the  real  possibility-  of  a  change  of  government  Like 
Peter  Snow,  I  got  out  my  swingometer  and  did  mv  best  to 
predict  the  outcome  of  the  General  Election.  Having  tenta- 
tively suggested  a  50  seat  Labour  majority,  my  predictions 
were,  or  so  I  thought  at  the  time,  more  ambitious  than  the 
bookies  and  spin  doctors  would  allow.  However,  no  one, 
and  certainly  not  the  parties  themselves,  would  have  pre- 
dicted such  a  massive  Labour  landslide.  In  an  effort  to  cor- 
rect my  cautious  approach  then,  I  now  set  out  how  a  change 
of  government  may  affect  Sense  and  the  UK's  deafblind  and 
disabled  communitv. 


Old  and  new  Sense 
supporters 

Before  the  election  was  an- 
nounced, Sense  said  farewell 
to  several  retiring  MPs  who 
have  supported  Sense  in  one 
way  or  another  over  the 
years  -  Sir  John  Hannan  (for- 
mer Chair  of  the  All  Partv 
Group  on  Disabilitv),  Dame 
Jill  Knight  (Sense  West)  and 
Alf  Morris,  who  got  a  great 
send-off  at  the  Labour  Partv 
Conference. 

However,  the  electorate 
also  decided  to  retire  some 
other  MPs.  Alistair  Burt, 
Minister  for  Disabled  People, 
who  had  met  with  Sense  to 
discuss  the  problems  deaf- 
blind  people  were  experi- 
encing applying  for  the  high- 
er rate  mobility  component 
of  the  DLA,  lost  his  Bury 
seat.  It  was  sad  to  see  the  two 
hosts  of  Sense's  40th  an- 
niversary reception,  Liz 
Lynne  (Liberal  Democrats 
social  security  and  disabilitv 
spokesperson)  and  John 
Bowis  (former  Community 
Care  minister),  lose  their 
seats.  During  his  time  at  the 
Department  of  Health,  John 
Bowis  had  impressed  many 
at  Sense  by  taking  a  special 
interest  in  CHANGE  well  be- 
yond the  call  of  duty. 

It   was   also   unfortunate 
that  Douglas  French,  the  MP 
who  successfully  introduced 
the  Private  Member's  Bill  to 
end    building   society   dis- 
crimination against  disabled 
J-joint  account  holders 
lost  his  seat  1  lis  Bill  received 
Assent  in  the  nick  of 
time,   entering   the   statute 
the  day   Parliament 
was  dissolved. 


Liz  Lynne,  through  her 
contact  with  mv  predecessor, 
was  involved  in  Sense's 
Child  2000  Campaign  and 
had  worked  closelv  with  me 
on  the  Building  Societies  Bill. 
I  understand  that  Liz  is  now 
considering  fronting  a  char- 


ity for  disabled  people,  so  we 
may  be  in  touch  with  her 
again  in  future. 

Our  invitations  to  prospec- 
tive parliamentary  candi- 
dates to  see  Sense  at  work  for 
themselves  has  proved  a 
very  worthwhile  strategy. 
Dave  Harker's  open  letter  to 
regional  newspapers  setting 
out  how  Sense  believed  local 
candidates  could  work  to 
improve  the  lives  of  deaf- 
blind  people  proved  equallv 
successful. 

Here  are  the  results  of  the 
Election  in  our  Sense  re- 
gions: 

Sense  West 

Birmingham  Edgbaston,  the 
constituency  where  Sense 
West  is  based,  was  the  first 
key  seat  to  declare  on  elec- 
tion night.  Gisela  Stuart,  who 
had  spent  a  day  with  staff 
and  students  at  The  Princess 
Royal  Centre  last  November, 
was  elected  the  first  labour 
MP  for  the  seat  in  over  70 
years. 

In  Bristol,  Roger  Berry, 
sponsor  of  one  of  the 
Disabled  People's  Civil 
Rights  Bill  and  ardent  advo- 
cate for  the  Woodside  Family 
centre,  retained  his 
Kingswood  seat  and  sub- 
stantially increased  his  ma- 
jority In  Exeter,  Labour's 
Ben  Bradshaw  who  visited 
Andlaw  House  in  January, 


was  elected  as  one  of  the  few 
Labour  MPs  in  the  South 
West.  Other  good  news  is 
that  in  Derbyshire,  Tom 
Levitt  who  describes  himself 
as  "an  expert  on  sensory"  dis- 
abilities" was  elected  as  MP 
for  High  Peak. 

Sense  South-East 

The  swing  to  Labour  was 
more  pronounced  in  London 
and  the  South  East.  As  ex- 
pected, Barbara  Follett  was 
elected  as  MP  for  Stevenage. 
In  February,  Barbara,  accom- 
panied by  Clive  Solelv  MP 
spent  an  afternoon  visiting 
Jenny  Chapman  House. 
Known  for  her  jet  set 
lifestyle,  the  designer  shoul- 
der pads,  Barbara  has  be- 
come the  inspiration  for  the 
verb  "folletting"  (i.e.  the  art 
of  dressing  Labour  MPs  pre- 
sentably).  The  prospective 
MP's  visit  took  on  a  less  for- 
mal tone  after  a  gold  button 
on  her  jacket  became  loose 
during  the  tour. 

Fortunately,  Rita  Cooper, 
Manager  of  Jenny  Chapman 
House,  came  to  her  rescue 
with  a  sewing  needle.  Rita 
now  has  the  dubious  honour 
of  becoming  the  first  person 
to  "follett"  Ms  Follett  herself 
(Rita,  your  new  MP  owes 
you  one!). 

No  one  expected  that  in 
Ealing,  the  Family  Centre's 
long  standing  supporter  in 
the     Commons,     Harrv 


Greenway,  would  lose  his 
"safe"  seat  to  Labour's 
Stephen  Pound.  Our  condo- 
lences to  Mr  Greenwav  goes 
in  the  post  with  an  invitation 
to  Mr  Pound. 

Sense  Northern 
Ireland 

The  Rev.  Martin  Smyth, 
Ulster  Unionists  MP  for 
Belfast  South  where  Sense 
Northern  Ireland's  Familv 
Resource  Centre  is  now  situ- 
ated and  Roy  Beggs,  Ulster 
Unionist  MP  for  Antrim  East 
were  both  re  elected.  Both 
MPs  have  shown  consider- 
able interest  in  the  problems 
concerning  Edenvale 
Avenue.  Mr  Smith  has  since 
been  in  touch  with  Sense  ex- 
pressing his  intention  to  visit 
us  shortlv. 

The  new  Government  on 
the  mainland  also  brings  a 
new  Secretary  of  State  for 
Northern  Ireland,  the  Rt. 
Hon  Mo  Mowlam  MP.  Her 
under  secretary  of  state  with 
responsibility  for  Education, 
Employment,  Health,  Social 
Services  and  Community 
Relations  is  Tony 
Worthington  MP.  Paul 
Murphy  MP  is  the  minister 
with  responsibility  for  liai- 
son between  Northern 
Ireland  and  the  EU. 

Meta  McMullin  will  be 
inviting  these  ministers  to 
our  services  in  Northern 
Ireland  shortly.  The  shortage 
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of  appropriate  residential  ac- 
commodation for  deafblind 
people  and  the  chronic  un- 
derfunding  of  those  that 
exist  is  an  issue  which  will  re- 
main a  priority  for  Sense 
during  this  Government. 

Sense  Scotland 

One  group  home  in  Scotland 
can  have  the  Chancellor  of 
the  Exchequer  as  its  MP. 
Good  news  is  that  the  new 
MP  for  Aberdeen  South, 
Anne  Begg  will  be  the  first 
Member  of  the  House  of 
Commons  to  be  a  wheelchair 
user.  The  presence  of  a  dis- 
abled MP  can  only  be  a  pos- 
itive role  model  for  disabled 
people  and  lead  to  access 
into  Parliament  itself  being 
addressed. 

The  government  will  leg- 
islate for  a  Scottish  Parlia- 
ment in  the  first  year  of  office 
by  holding  a  two-question 
referendum  on  devolution 
and  campaigning  for  a  "yes 
yes"  vote  in  the  autumn.  The 
Scottish  Parliament  will  have 
responsibility  for  all  areas 
currently  covered  by  the 
Scottish  Office  including  ed- 
ucation, health  and  local 
government. 

The  new  Secretary  of  State 
for  Scotland  is  Rt.  Hon 
Donald  Dewar  MP  His  min- 
isters are:  Brian  Wilson  MP 
(Education);  Sam  Galbraith 
MP  (Health  and  Social 
work);  Malcolm  Chisholm 
(Local  Government,  trans- 
port and  housing);  Henry 
McLeish  (Home  Affairs  and 
Devolution). 

Sense  East 

The  new  MP  for  the  new  seat 
of  South  Holland  and  The 
Deepings,  in  which  Sense 
East's  Manor  House  is  based, 
is  Conservative  MP  John 
Hayes.  The  group  homes  in 
Paston  Ridings  and  Manor 
House  Crafts  are  in  the 
Peterborough  constituency 
which  was  gained  for  Labour 
by  Helen  Brinton.  We  hope 
to  see  both  MPs  visit  Sense 
East  in  the  near  future. 

Sense  North 

As  expected,  Denis 
Macshane,  MP  for 
Rotherham  was  re-elected 


IN  PARLIAMENT 


Tony  Blair  meets  Rodney  Clark 

and  in  response  to  a  Sense 
open  letter  to  his  local  news- 
paper has  expressed  a  wish 
to  visit  Melton  House  soon. 

Sense  Cymru 

Secretary  of  State  for  Wales  is 
Ron  Davies.  His  Parlia- 
mentary Under  Secretaries 
are  Peter  and  Win  Griffiths. 
A  white  paper  on  devolution 
is  expected  and  it  is  expect- 
ed that  the  voluntary  sector 
will  have  a  part  to  play. 

Nationally:  The 
New  Government 

The  Community  Care 
Minister  is  Paul  Boateng. 
Paul  replaces  Ann  Coffey 
who  many  in  the  voluntary 
sector  (including  Sense)  had 
expected  to  retain  the  com- 
munity care  portfolio  in  gov- 
ernment. Although  Sense 
spent  some  time  getting  to 
know  Ms  Coffey,  Paul  is  very 
familiar  with  Sense's  work. 
In  February,  Sense  briefed 
Paul  to  ask  the  Government 
how  many  courts  in  England 
and  Wales  provide  induction 
loop  facilities  and  real  access 
to  justice  for  deafblind  peo- 
ple and  we  expect  to  work  as 
closely  with  Paul  as  we  did 
with  his  predecessors. 

The  Secretary  of  State  for 
Education  is  David  Blunkett, 
the  first  Secretary  of  State 
who  is  blind.  The  position  of 
Minister  for  Disabled  People 
created  by  Harold  Wilson  for 
Alf  Morris  in  the  1960s  has 


now  been  altered.  Instead, 
this  portfolio  will  be  dealt 
with  by  Alan  Howarth  MP, 
Minister  of  State  at  the 
Department  of  Education 
and  Employment. 

It  is  too  early  to  assess 
whether  a  change  in  a  min- 
isterial job  description  will 
effect  the  UK's  disabled  com- 
munity adversely.  Certainly 
the  new  government  sup- 
ports comprehensive  and  en- 
forceable civil  rights  for  dis- 
abled people  against  dis- 
crimination. By  placing  dis- 
ability within  the  larger  remit 
of  equality  of  opportunity  in 
education  and  employment 
would  therefore  seem  a  sen- 
sible step.  Sense  will  not 
condemn  ministerial  ap- 
pointments but  will  judge 
the  results  accordingly. 

Disability  benefits  will  be 
dealt  with  at  the  DSS  by  min- 
isters Frank  Field  MP  and 
Baroness  Hollis  of  Heigham. 
Sense  will  hopefully  be  meet- 
ing with  the  DSS  to  raise 
awareness  of  the  problems 
faced  by  many  deafblind 
people  in  applying  for  high- 
er rate  mobility  component 
of  DLA. 

A  new  era  for  the 
voluntary  sector? 

The  election  of  a  Labour 
government  presents  Sense 
as  an  organisation  with  op- 
portunities. Before  the  elec- 
tion, Labour  indicated  that 
its  attitude  to  the  voluntary 
sector  had  changed.  In  1995, 


Labour  adopted  a  new  state- 
ment of  aims  and  values  in 
Clause  IV,  which  placed  a 
promise  to  work  in  partner- 
ship with  voluntary  organi- 
sations at  the  core  of  its  con- 
stitution. 

A  welcome  aspect  of  this  is 
that  the  voluntary  sector  is 
now  regarded  as  a  linchpin 
of  the  Prime  Minister's  "one- 
nation"  Britain.  In  opposi- 
tion, the  party  pledged  to 
build  a  "compact"  with  the 
voluntary  sector  and  con- 
sulted extensively  over  how 
this  form  should  take. 
Another  proposal  includes  a 
plan  to  place  a  duty  on  local 
authorities  to  develop  three 
way  partnerships  with  the 
voluntary  sector  and  with 
business.  Sense's  first  prior- 
ity should  be  to  work  with 
the  government  to  ensure 
these  commitments  are  taken 
forward.  This  will  need  more 
urgent  attention  by  Sense 
Scotland  and  Sense  Cymru 
because  the  government's 
devolution  proposals  have 
indicated  a  need  for  consul- 
tation with  the  voluntary 
sectors. 

It  is  not  easy  to  judge  how 
Labour  will  deliver  its  poli- 
cies. Parties  tend  to  deliver 
less  to  Government  than 
they  promise  in  Opposition, 
though  it  is  not  unfair  to  say 
that  Labour  did  not  promise 
too  much  then.  It  is  likely 
that  a  Bill  aimed  at  extending 
civil  rights  for  disabled  peo- 
ple would  succeed  but  when 
this  would  be  and  to  what 
extent  its  provisions  would 
be  altered  after  consultation 
with  business  remains  to  be 
seen.  An  overhaul  of  the 
welfare  benefits  system  and 
community  care  is  welcome 
but  Sense  must  be  vigilant  to 
ensure  that  these  reforms 
work  in  the  best  interests  of 
deafblind  people.  At  the  top 
of  Sense's  campaigning 
agenda  in  1997  will  be  health, 
the  DLA  and  access  to  goods 
and  services.  We'll  judge  the 
new  government  on  how  it 
helps  us  meet  our  objectives. 
Richard  Jarman 
Parliamentary  & 
Public  Policy  Officer 


11  ■  Talking  Snitc  ■  Summer  1997 


CHANGING  DEAFBLIND  POPULATION 


f^r 


D 

m 


Trends  in  the  population  of 
children  with  multi-sensory 

impairment 

Congenital  rubella  syndrome  is  no  longer  the  most  common  cause 
of  deafblindness.  Increasingly,  children  have  other  complex  and  mul- 
tiple disabilities  as  well  as  a  sensory  impairment,  which  will  have  im- 
plications for  all  areas  of  service  provision.  David  Brown  describes 

some  of  the  implications  of  his  recent  research. 


David  Brown 

Head  of  Family 

Centre,  Ealing 


C 


I  omplex  and  multiple  disabilities  have 
been  characteristic  of  a  significant  pro- 
portion of  children  recognised  as 
having  multi-sensory  impairment,  at  least  as 
far  back  as  the  1960s  when  a  real  body  of  lit- 
erature began  to  emerge  from  educational- 
ists in  the  USA.  From  reading  this  American 
literature,  however,  and  from  conversations 
which  I  have  had  with  some  long-serving 
teachers  at  Perkins  School  for  the  Blind  in 
Boston,  it  is  apparent  that  the  number,  com- 
plexity, and  severity  of  the  disabilities  en- 
countered in  the  children  then  was  on  the 
whole  much  less  than  we  are  seeing  today. 

In  1983  Chris  Best,  at  that  time  Sense's 
Education  Officer,  published  the  results  of 
a  survey  of  deafblind  children  in  the  UK.1 
This  survey  showed  that  within  the  previ- 
ous two  years,  the  number  of  young  children 
with  congenital  rubella  syndrome  appeared 
to  be  declining  whilst  the  number  of  children 
who  did  not  have  congenital  rubella  syn- 
drome but  had  multi-sensory  defects  plus 
additional  disabilities  was  obviously  in- 
creasing. Chris  made  the  point  that: 

"This  has  resulted  in  many  deaf-blind 
units  changing  in  character  and  re-thinking 
their  admissions  policy.  If  this  apparent 
change  in  population  is  a  long-term  one  then 
it  has  implications  for  the  provision  of  place- 
ments, staffing  and  the  development  of  ap- 
propriate teaching  techniques  and  appro- 
priate measures  for  assessment." 

Professionals  in  North  America,  Western 
Europe  and  Australia  can  confirm  that  this 
change  in  population  has,  indeed,  contin- 
ued. Though  no  national  statistics  are  avail- 
able for  the  UK,  figures  for  parts  of  the  USA 
reflect  these  trends  in  a  way  which  causes 
little  surprise  or  contradiction  in  this  coun- 
try. Mike  Collins  reported  in  1991  on  stu- 
dents within  four  states  in  New  England 


identified  as  having  deafblindness,  and 
found  congenital  rubella  syndrome  to  ac- 
count for  only  15%  of  the  total,  and  this  was 
expected  to  drop  to  about  5%  by  1995.2 

Marianne  Riggio,  surveying  changing 
population  in  the  whole  New  England  re- 
gion in  1992,  produced  similar  results  with 
a  very  marked  reduction  in  the  incidence  of 
congenital  rubella  syndrome  and  a  signifi- 
cant increase  in  the  number  of  individuals 
with  multiple  congenital  anomalies.3 

Any  discussion  of  the  causes  of  these 
changes  must  be  a  matter  of  opinion.  It 
seems  obvious  to  conclude,  for  example,  that 
the  decline  in  the  prevalence  of  congenital 
rubella  syndrome  is  the  result  of  successful 
large-scale  vaccination  programmes,  though 
we  need  to  remember  that  the  rubella  virus 
has  not  disappeared.  Consideration  of  the 
significant  increase  in  children  with  multi- 
ple anomalies  is  more  problematic  and  re- 
quires educated  guesses.  From  our  experi- 
ence the  following  all  seem  to  be  likely  ex- 
planations of  the  phenomenon: 

1 .  A  growing  proportion  of  this  group,  in- 
cluding children  born  prematurely 
and  those  left  with  multiple  disabilities 
following  early  severe  infections,  are 
now  enabled  to  survive  as  the  result  of 
developments  in  medical  knowledge 
and  technology.  In  other  words,  we  are 
now  working  with  growing  numbers 
of  children  who  could  not  have  sur- 
vived much  beyond  birth  or  beyond 
the  trauma  of  severe  infection  had  they 
been  born  ten  or  even  five  years  ago. 

2.  The  willingness  and  ability  of  special- 
ist deafblind  services  to  accept  referrals 
of  such  children  has  increased.  Chris 
Best's  point  about  the  need  for  schools 
to  change  in  character  and  re-think 
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their  admissions'  policy  is  very  rele- 
vant here,  and  applies  also  to  the  grow- 
ing number  of  advisory  services  for 
children  with  multi-sensory  impair- 
ments. 

As  a  result  of  point  2  above  and  of  in- 
creased teacher  training  courses  at  all 
sorts  of  levels,  there  is  heightened  and 
growing  awareness  of  what  can  be 
done  to  help  children  who  were,  per- 
haps, previously  seen  as  having  "pro- 
found and  multiple  learning  difficul- 
ties" and  whose  sensory  impairments 
were  not  recognised  or  were  consid- 
ered "the  least  of  their  problems". 


Survey  of  100  Children 

In  1996  I  collected  information  about  100 
children  who  were  currently  receiving  ser- 
vices from  the  Sense  Family  Centre  in  Ealing. 
Much  of  the  information  came  from  the  chil- 
dren's parents,  and  though  there  was  med- 
ical evidence  available  in  many  cases,  there 
were  also  many  gaps  so  that  the  information 
is  not  complete.  There  were  51  boys  and  49 
girls  in  the  group  and  the  age  range  was 
from  four  months  to  six  and  a  half  years. 

Causes 

It  is  often  very  difficult  to  pinpoint  the  pre- 
cise cause  of  a  child's  disabilities,  but  par- 
ents were  asked  their  opinion  and  this  was 
often  backed  up  by  written  medical  infor- 
mation. The  largest  group  of  children  (26) 
had  no  known  cause  for  their  disabilities, 
and  29  separate  causes  were  mentioned  for 
the  other  74  children.  Most  numerically  sig- 
nificant were  prematurity  (12  children),  birth 
trauma /asphyxia  (8  children),  CHARGE 
Association  (7  children),  Cytomegalovirus 
infection  (5  children),  and  Meningitis  in- 
fection (5  children).  There  were  9  different 
named  syndromes  including  congenital 
rubella  syndrome  (2  children),  Cri  du  Chat, 
Cat  Eye,  Goldenhar,  Noonan's,  and  Pallister 
Killian,  and  seven  different  rare  identified 
chromosome  abnormalities  (7  children), 

Anomalies 

Twenty-five  separate  anomalies  were  iden- 
tified within  the  group.  In  addition  to  visu- 
al and  hearing  impairment  these  included 
severe  hypertonia  (54  children),  epilepsy  (45 
children),  severe  feeding  problems  (43  chil- 
dren), heart  defects  (18  children),  hydro- 
cephalus (10  children),  hernia  (5  children), 
choanal  atresia  (4  children),  and  cleft  palate 
(3  children).  The  child  with  the  most  iden- 
tified anomalies  (9)  had  CHARGE 
Association  but  is  developing  and  learning 


at  a  more  satisfactory  rate  than  any  other 
child  in  the  study.  Some  of  the  most  severe- 
ly disabled  children  in  the  group  have  only 
3  or  4  identified  anomalies.  Clearly  the 
severity  of  each  individual  anomaly  is  a  cru- 
cial factor  in  determining  rate  of  develop- 
ment rather  than  the  number  of  separate 
anomalies  present,  although  severe  hyper- 
tonia and  epilepsy  were  very  common  fea- 
tures of  the  children  who  are  showing  ex- 
treme delay  in  their  development.  The  ma- 
jority of  children  in  the  study  had  3  or  4  iden- 
tified anomalies  (58  children);  35  children 
had  between  5  and  9  identified  anomalies, 
whilst  only  7  were  reported  as  having  vision 
and  hearing  difficulties  with  no  other  anom- 
alies. 

Implications  of  these  Trends 

Within  the  population  of  children  with 
multi-sensory  impairment  the  increase  in 
the  incidence  and  severity  of  multiple  dis- 
ability means  that  every  aspect  of  living  and 
learning  becomes  more  challenging,  both  for 
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the  children  themselves  and  for  the  families 
and  professionals  involved  with  them.  The 
sheer  number  of  different  areas  of  profes- 
sional expertise  which  need  to  be  called 
upon  presents  all  sorts  of  problems;  it  is  not 
unusual  to  meet  18  month-old  children  who 
already  have  almost  twenty  separate  pro- 
fessionals or  agencies  appropriately  in- 
volved  with  them.   More  professionals 
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means  more  need  for  co-ordination,  liaison, 
and  sharing  of  skills  and  opinions,  and  also 
more  scope  for  confusion,  waste,  and  mis- 
understanding. The  fragmentation  of  the 
population  into  many  small  sub-groups  de- 
fined by  causal  agent  means  that  it  is  now 
much  more  difficult  to  predict  development 
and  to  decide  on  educational  approaches 
than  was  the  case  when  working  with  a  pop- 
ulation consisting  of  mostly  children  with 
congenital  rubella  syndrome;  whilst  indi- 
vidualisation  of  assessment  and  education- 
al programming  has  always  been  important 
for  children  with  multi-sensory  impairment 
it  is  now  absolutely  essential  because  of  the 
huge  variety  of  needs  and  learning  styles 
presented  by  the  present  day  population. 
More  complex  and  severe  disabilities  means 
a  much  slower  timescale,  both  within  spe- 
cific activities  and  teaching  programmes, 
and  also  in  terms  of  speed  and  scale  of  over- 
all development.  For  families  and  teachers 
involved  with  these  children  there  is  now  an 
increasing  need  to  be  familiar  with  a  range 
of  medical  and  paramedical  techniques  in- 
cluding the  use  of  suction,  tube  or  gastros- 
tomy feeding,  the  administration  of  enemas, 
injections,  and  a  wide  range  of  medication, 
the  use  of  specialised  equipment  for  physi- 
cal positioning,  mobility,  and  feeding. 

In  the  children  themselves  we  see  the  in- 
creasing prominence  of  certain  features 
which  carry  huge  implications  for  those  peo- 
ple involved  with  them  now  and  in  the  fu- 
ture. The  slow  timescale  and  very  individ- 
ual needs  I  have  just  mentioned  are  two  of 
these  features.  Others  include  dramatic  loss 
of  skills  caused  by  any  illnesses  and /or  pro- 
longed and  repeated  hospitalisation,  and 
general  ill-health  accompanied  by  epileptic 
fits,  pain,  and  varying  doses  of  combined 
medication  with  undesirable  side  effects. 
Lack  of  mobility  due  to  severe  physical  dis- 
ability is  another  growing  feature  of  this 
client  group,  as  is  the  presence  of  severe 
feeding  problems  resulting  in  prolonged 
tube-feeding,  failure  to  thrive,  and  an  in- 
creasing prevalence  of  gastrostomy  opera- 
tions (15  of  the  children  in  this  study  have 
gastrostomies).  Chronic  constipation  and 
persistently  poor  sleep  patterns  should 
never  be  under-estimated  as  factors  con- 


tributing to  slow  development  when  they 
are  associated  with  these  other  problems 
(which  they  often  are).  Finally,  fatigue  is  a 
very  significant  factor  in  most  of  these  chil- 
dren's lives,  which  has  a  crucial  impact  on 
their  style  and  rate  of  learning. 

Implications  for  Professional 

Services 

Based  on  the  experiences  of  professionals 
working  for  various  "early  years"  services 
and  those  working  in  certain  schools /units, 
the  following  appear  to  be  significant  factors 
which  will  need  to  be  considered  in  the  fu- 
ture: 

1.  Environmental  factors,  particularly 
the  suitability  of  premises  for  access, 
mobility,  and  the  storage  of  specialised 
equipment  necessitated  by  the  in- 
creasing prevalence  of  significant 
physical  disability. 

2.  Medical,  nursing,  and  therapy  cover  at 
appropriate  levels  to  cater  for  current 
needs  plus  the  increasing  likelihood  of 
chronic  ill-health  amongst  the  client 
group. 

3.  As  mentioned  above,  very  large  num- 
bers of  different  professionals  are  like- 
ly to  be  involved  with  this  population, 
necessitating  the  establishment  of  pre- 
cise and  clear  systems  to  achieve, 
maintain,  and  maximise  the  effective- 
ness of  this  multi-disciplinary  input. 

4.  Current  agreed  staffing  ratios  may  be 
inadequate  and  may  need  to  be  re-con- 
sidered. 

5 .  There  may  be  a  shift  in  emphasis  in  the 
balance  between  teaching  and  provid- 
ing care  which  will  probably  need  a  re- 
defining of  purpose.  Not  only  will 
everyone  involved  need  to  adapt  to  a 
slower  timescale  when  working  with 
some  individuals,  but  previous  ap- 
proached to  communication  work  will 
prove  inappropriate  and  need  signifi- 
cant adaptation. 

Any  further  information  about  this  study  can  be 
obtained  from  David  Brown  at  The  Family 
Centre,  86  Cleveland  Road,  Ealing,  London  W13 
OHE,  Telephone:  0181  991  0513 
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Report  on  Usher  Syndrome 
research  project 

Audiometric  identification  of  carriers  of  autosomal  recessive  genes 
for  hearing  loss  aided  by  volunteer  parents  of  Usher  children. 
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First  of  all,  we  want  to  thank  all  those 
people  who  responded  to  our  request 
for  volunteers.  We  are  also  extremely 
grateful  to  those  of  you  who  travelled  long 
and  short  distances  to  take  part  in  tests 
which  tested  your  patience  and  endurance 
as  well  as  your  hearing!  I  hope  that  it  was 
of  interest  to  you  and  that  you  gained  from 
the  experience  as  much  as  I  did.  It  was  a 
humbling  and  thoroughly  enjoyable  expe- 
rience for  us  to  have  the  privilege  of  meet- 
ing people  of  such  immense  fortitude, 
knowledge  and  insight.  My  thanks  to  you 
all. 

Aim 

Our  aim  was  to  see  if  parents  of  children 
who  had  Usher  syndrome  had  a  "charac- 
teristic notch",  i.e.  a  "dip"  in  the  audiogram 
which  could  potentially,  in  the  future,  help 
us  to  pick  out  parents  who  may  be  possible 
carriers. 

Eighty  eight  people  replied  to  the  letter 
which  was  sent  out  to  you.  Fifty  five  of  those 
were  appointed.  The  remaining  number  can 
be  broken  down  as  follows:  4  did  not  want 
to  take  part,  16  were  over  65  years  of  age,  13 
were  unsuitable  for  other  reasons. 

Of  the  fifty  five  who  were  appointed:  8 
could  not  attend,  11  failed  to  attend,  36  at- 
tended. 

Groups  who  were  tested 

Eight  volunteers  had  already  been  tested  be- 
fore. The  number  of  parents  of  the  Usher 
groups  tested  were  as  follows:  23  Usher  Type 
1, 21  Usher  Type  II.  The  groups  were  exam- 
ined from  the  point  of  view  of  age  and  sex: 
Usher  Type  I  -  9  male,  average  age  57, 13  fe- 
male, average  age  46,  Usher  Type  11-10 
male,  average  age  49, 11  female,  average  age 
54. 

Other  parents  who  were  tested  as  part  of 
this  project  were:  40  adults  with  no  deaf  chil- 
dren, 49  parents  with  1  deaf  child,  32  par- 
ents with  2  deaf  children. 

Tests  carried  out 

A  number  of  hearing  tests  were  carried  out 


on  all  these  parents. 

Everybody  was  asked  to  fill  out  a  ques- 
tionnaire so  that  we  could  assess  their  fam- 
ily history  and  find  out  if  any  kind  of  drugs 
or  exposure  to  exceptionally  loud  noise  dur- 
ing their  lifetime  could  have  affected  their 
hearing. 

Findings  of  the  study 

I  am  confining  the  results  of  this  study  to  one 
particular  area,  the  results  of  the  Audioscan 
test,  because  this  was  the  main  tool  used  in 
this  study  and  the  one  we  were  putting 
through  the  most  rigorous  of  tests. 

Usher  Type  I 

30%  of  parents  of  children  who  had  Usher 
Type  I  had  a  hearing  loss.  26%  of  these  par- 
ents had  "notches".  This  group  had  less 
notches  than  the  control  group,  i.e.  than  the 
group  of  adults  who  had  no  deaf  children. 

Usher  Type  II 

18%  of  parents  of  children  who  had  Usher 
Type  II  had  a  hearing  loss.  57%  of  these  par- 
ents had  "notches".  They  also  had  more 
notches  than  those  in  the  control  group.  Less 
of  the  parents  in  this  group  had  a  hearing 
loss. 

Conclusions 

The  Audioscan  was  effective  in  "separating" 
both  groups,  i.e.  Usher  Type  I  and  Usher 
Type  II.  The  findings  strongly  suggest  the 
need  for  a  standardised  test  protocol  which 
could  be  used  in  other  countries  as  well.  We 
need  to  expand  the  database  we  have  got  in 
order  to  ensure  that  our  findings  are  as  a  re- 
sult of  testing  a  representative  and  not  a  bi- 
ased sample. 

A  study  of  this  kind  cannot  produce  quick 
fix  results  or  conclusions.  By  its  very  nature 
it  is  an  ongoing  process  which  acts  as  a 
source  of  information  and  is  continually 
being  analysed  and  updated.  These  are  our 
preliminary  results.  I  look  forward  to  keep- 
ing you  posted. 


Siobhan 
Laoide-Kemp, 
Research 
Association 

Fax:  00-353-1- 
287-2364 

E-Mail: 

101672.25250 
@compuserve.  com 
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Rethinking  training  approaches 


Recent  changes  in  the  deafblind  population  have  meant  that  the 

people  who  train  the  teachers  who  work  with  deafblind  people  have 

had  to  think  again.  Heather  Murdoch  and  Norman  Brown,  who  teach 

the  multi-sensory  impairment  course  at  the  University  of 

Birmingham  explain  here  how  they  have  changed  their  approach. 


Heather  Murdoch 

and 

Norman  Brown 
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ihere  is  a  general  agreement  that  the 
population  of  children  with  deaf- 
blindness  has  changed  in  the  last 
decade,  and  is  still  changing.  Rubella  is  no 
longer  a  major  cause  of  deafblindness  and 
there  is  an  ever-expanding  list  of  rare  con- 
ditions, many  affecting  only  a  handful  of 
children.  Medical  advances  mean  that  more 
very  frail  babies  are  surviving,  sometimes 
with  disabilities  including  deafblindness. 
An  increasing  number  of  deafblind  children 
have  motor  impairments  and /or  profound 
learning  difficulties,  and  professionals 
working  with  this  group  are  increasingly 
ready  to  recognise  the  significance  of  their 
dual  sensory  impairments. 

Implications  for  educators 

What  does  this  mean  for  educators?  In  the 
past,  staff  working  in  deafblind  units  met  a 
lot  of  children  with  congenital  rubella  syn- 
drome, and  many  developed  great  expertise 
with  this  group.  Although  these  pupils  had 
a  wide  variety  of  needs,  staff  were  still  able 
to  develop  educational  strategies  that 
worked  with  (at  least)  more  than  one  pupil. 
Today  staff  may  rarely  meet  two  children 
with  the  same  cause  of  deafblindness,  or 
similar  disabilities.  Their  expertise  must  be 
applicable  to  a  vast  range  of  needs.  In  ad- 
dition, they  are  more  likely  to  work  with 
children  at  very  early  stages  of  development, 
and  those  with  limited  movement  and 
acute  medical  and  physical  needs.  Staff  must 
be  able  to  accept  and  cater  for  these  needs 
both  in  their  own  right  and  in  conjunction 
with  deafblindness.  Two  children  who  both 
need  to  get  close  to  objects  in  order  to  see 
them  clearly,  for  example,  will  need  very  dif- 
ferent educational  management  if  one  can 
move  towards  objects  independently  and 
the  other  cannot. 

Staff  training 

How  does  this  affect  specialist  staff  training? 
The  University  of  Birmingham  has  run  train- 


ing courses  on  multi-sensory  impairment 
(deafblindness)  since  1988,  mainly  but  not 
exclusively  for  teachers.  The  courses  are 
recognised  by  the  DfEE  as  meeting  the  re- 
quirements for  mandatory  teacher  training 
on  deafblindness.  Over  the  years  we  have 
trained  approximately  80  staff,  with  anoth- 
er 50  currently  studying.  The  number  of 
places  available  has  risen  with  the  move  to 
distance  education,  with  students  remaining 
in  post  in  their  own  service  whilst  studying. 

Before  1988,  those  wanting  to  train  as 
teachers  of  deafblind  children  had  to  travel 
to  the  United  States.  At  that  time,  as  now, 
most  deafblind  children  were  educated  in 
local  special  schools,  often  for  children  with 
severe  learning  difficulties,  but  prior  to  the 
Birmingham  training  course,  the  great  ma- 
jority of  these  children  received  little  or  no 
specialist  support.  Specialist  teaching  was 
largely  limited  to  the  deafblind  units  at- 
tached to  large  residential  schools.  Most  of 
these  schools  catered  primarily  for  children 
with  hearing  or  visual  impairments,  and  so 
most  teachers  of  deafblind  children  had  pre- 
vious experience  in  sensory  impairment,  but 
not  necessarily  in  learning  difficulties. 

This  situation  has  changed  in  recent  years. 
Many  of  our  students  at  Birmingham  have 
previously  specialised  in  learning  difficul- 
ties, including  profound  learning  difficulties 
and/or  motor  impairments.  Expertise  in 
these  areas  helps  staff  to  meet  the  very  com- 
plex needs  now  associated  with  deafblind- 
ness, and  the  range  of  expertise  that  new 
staff  bring  to  the  field  is  vitally  important  for 
the  development  of  new  teaching  strategies 
and  patterns  of  provision. 

Sharing  expertise 

How  do  we  train  staff  to  work  in  such  a  com- 
plex field?  We  follow  a  number  of  princi- 
ples in  developing  and  running  the  course. 
We  cannot  offer  students  solutions  to  all  the 
problems  they  will  meet,  for  example,  so  we 
emphasise  ways  of  generating  solutions  to 
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new  problems.  We  aim  to  give  students  a  de- 
tailed knowledge  of  deafblindness  and  its 
implications,  and  to  examine  how  problems 
such  as  anticipating  events  may  affect  peo- 
ple of  different  ages  and  abilities.  We  em- 
phasise skills  in  observation,  assessment 
techniques,  interdisciplinary  working  and 
passing  on  information  to  others.  We  take  a 
holistic  approach,  considering  deafblind 
people  as  individuals  and  emphasising 
their  role  as  active  learners.  We  try  to  prac- 
tise what  we  preach  in  this  area,  seeking 
feedback  from  students  about  the  course 
and  modifying  it  when  needed. 

Current  students  have  identified  a  range 
of  issues  as  especially  helpful  to  their  work: 

'being  able  to  see  how  the  theories  relate  to  my 

own  work  with  adult  students  ...' 

'getting  access  to  the  most  up  to  date  issues  re- 
garding deafblind  individuals  ...' 

'assessing  the  remaining  use  of  vision  and 
hearing  to  gain  more  detailed,  consistent  pic- 
tures of  children's  sensory  input...' 

'widening  my  understanding  of  the  causes  of 
MSI,  special  assessment  techniques,  and  the 
beginnings  of  productive  working  curricula...' 

'assessing  my  own  working  practice.' 

Sharing  expertise  is  central  to  work  with 
deafblind  learners.  Although  our  students 
study  at  a  distance,  they  meet  regularly  for 
regional  and  national  seminars,  where  they 
are  able  to  pool  their  knowledge  and  con- 
sider how  best  to  use  the  knowledge  they 
have  gained  from  the  course.  We  have  a  net- 
work of  regional  tutors,  expert  practitioners 
each  working  with  a  small  group  of  stu- 
dents, whose  role  is  to  support  students  and 
help  them  link  theory  to  practice.  Most  stu- 
dents also  undertake  a  block  teaching  place- 
ment in  a  specialist  service,  with  further  op- 
portunities for  sharing  expertise.  The 
University  and  Sense  have  jointly  been  in- 
volved in  developing  and  supporting 
Network  Groups  for  teachers  working  with 
deafblind  learners,  and  these  offer  support 
to  students,  ex-students  and  other  special- 
ist staff. 

The  future 

Most  deafblind  learners  continue  to  be  ed- 
ucated alongside  children  or  adults  with 
other  disabilities.  In  contrast  to  the  past, 
however,  many  receive  specialist  support, 
from  class  teachers,  intervenors  and  /or  ad- 
visory staff  specialising  in  deafblindness.  We 
have  made  major  progress  -  but  there  is  no 
room  for  complacency.  The  needs  of  many 
more  learners  are  still  unrecognised  and 
unmet.  Even  the  progress  that  has  been 


made  is  threatened  by  spending  cuts  and  by 
moves  towards  generic  training  for  staff.  We 
work  closely  with  Sense  and  other  disabili- 
ty groups  and  specialist  courses  to  ensure 
that  the  DfEE  and  Teacher  Training  Agency 
are  aware  of  the  special  needs  of  those  with 
low  incidence  disabilities. 

Students  have  commented  that  the  course 
has  helped  them  revise  their  expectations  of 
pupils  with  deafblindness  and  the  educa- 
tional approaches  provided.  'I  teach  stu- 
dents with  severe  and  profound  learning 
difficulties  and  MSI,  and  had  been  guilty  of 
putting  their  lack  of  progress  down  to  their 
lack  of  intellectual  ability.  Recently  I  have 
begun  to  see  that  by  adapting  my  teaching 
methods  I  can  allow  these  students  to  make 
more  sense  of  their  world,  and  to  have  more 
influence  over  their  lives.' 

As  the  population  changes  and  demands 
on  staff  change  accordingly,  appropriate 
staff  development  is  a  vital  step  in  helping 
deafblind  individuals  to  achieve  their  po- 
tential. 

For  more  information  about  University  of 
Birmingham  courses  on  multi-sensory  im- 
pairment, please  contact  Heather  Murdoch 
or  Norman  Brown,  School  of  Education, 
University  of  Birmingham,  Birmingham 
B15  2TT.  Tel:  0121-414-4873. 
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CHARGE  Association 


CHARGE  Association  has  only  been  recognised  since  1979,  so  it  is 

very  hard  to  be  precise  about  the  number  of  people  with  the 

condition.  Because  of  this,  knowledge  is  still  sketchy.  David  Brown 

explains  how  CHARGE  Association  is  identified  and  details  our 

knowledge  of  it  to  date. 


David  Brown 

Head  of  Family 

Centre,  Ealing 
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I HARGE  Association  was  first  noted 
by  an  American  doctor  in  1979,  and 

I  the  acronym  "CHARGE"  was  first 
used  in  1981.  This  acronym  is  used  to  de- 
scribe a  very  varied  group  of  people  who  ex- 
hibit at  least  four  of  the  features  prefixed  by 
the  letters  of  the  acronym  and  including  one 
or  other  of  choanal  atresia  and /or  colobo- 
ma. 

Identifying  Characteristics 


Coloboma  is  an  eye  deformity  involving 
an  absence  of  part  of  the  eye.  Coloboma  of 
the  iris  (at  the  front  of  the  eye)  may  limit  the 
person's  ability  to  adjust  to  bright  light; 
coloboma  of  the  retina  (at  the  back  of  the  eye) 
will  create  a  blank  area  in  the  person's  vi- 
sual field.  Sometimes  the  eyes  may  be  small 
and  in  extreme  cases  missing  altogether. 
0Heart  defects  may  be  of  various  kinds. 
Sometimes  these  problems  can  resolve 
themselves  over  time  but  often  emergency 
surgery  is  needed  very  soon  after  birth. 

^Choanal  atresia  is  a  blockage  of  the  pas- 
sages at  the  back  of  the  nose,  and  is  one  of 
the  major  criteria  for  diagnosis  of  CHARGE 
Association.  The  blockage  may  be  on  one 
side  or  both  sides,  and  it  may  be  formed  of 
a  membrane  of  skin  or  of  bone.  Again  emer- 
gency surgery  is  often  necessary  immedi- 
ately after  birth  to  open  these  passages. 
U  Retarded  growth  and  development  may 
become  evident  as  the  child  matures;  most 
of  the  people  identified  as  having  CHARGE 
Association  are  below  the  third  percentile  of 
physical  growth  norms.  There  are  multiple 
factors  leading  to  retarded  growth  includ- 
ing severe  feeding  difficulties,  reflux,  breath- 
ing problems,  chest  infections,  and  multiple 
surgical  procedures  with  repeated  and  pro- 
longed hospitalisation. 

^Genitalia  anomalies,  specifically  the  in- 
complete development  or  under-develop- 
ment  of  the  external  genitals  is  very  common 
in  males.  Both  males  and  females  with 
CHARGE  Association  often  experience  hor- 
monal problems. 


|Ear  anomalies  can  affect  the  external  ear 
(which  may  be  unusually  large  or  small  or 
of  an  unusual  shape),  middle  ear  (bone  mal- 
formations or  chronic  glue-ear  infections), 
and /or  the  internal  ear  (especially  high  fre- 
quency hearing  loss).  The  most  common 
form  of  hearing  loss  found  in  people  with 
CHARGE  Association  is  mixed  i.e.  a  con- 
ductive loss  because  of  middle-ear  problems 
combined  with  a  sensori-neural  loss  because 
of  problems  with  the  cochlea.  It  seems  like- 
ly that  at  least  some  people  with  CHARGE 
Association  may  have  central  auditory  pro- 
cessing problems  (difficulties  processing  au- 
ditory information  in  the  brain)  which  are 
very  difficult  to  detect  and  can  be  super-im- 
posed over  the  other  hearing  problems. 
Apart  from  these  critical  features  of  the  con- 
dition there  are  other  anomalies  which  are 
often  found  in  people  with  CHARGE 
Association,  including: 

•  cleft  Up  and  /or  palate 

•  facial  palsy 

•  kidney  abnormalities 

•  malformations  of  the  larynx,  oesoph- 
agus and  trachea 

•  abnormal  tongue  size 

•  delayed  and  abnormal  dental  devel- 
opment 

•  malformed  or  absent  semi-circular 
canals  which  means  that  the  balance 
sense  will  be  affected  or  absent. 

At  the  CHARGE  Conference  held  in  Sydney 
in  1996  a  paediatrician  talked  about  two 
other  problems  which  may  be  common  in 
young  children  with  CHARGE  Association. 
The  first  was  sleep  apnoea,  periods  of  se- 
verely obstructed  breathing,  which  are  suf- 
ficiently severe  to  wake  the  child  and  to 
cause  persistent  sleep  disorder.  The  second 
was  hypoglycaemia  or  low  blood  sugar, 
which  can  result  in  periods  when  the  child 
becomes  sweaty,  cold,  difficult  to  arouse,  or 
unusually  irritable;  this  situation  has  been 
found  to  improve  if  a  glucose  feed  is  given 
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to  the  child  at  the  appropriate  time. 

In  the  literature  about  CHARGE 
Association,  which  is  mostly  medical,  the 
letter  "R"  in  the  name  has  often  been  inter- 
preted as  standing  for  mental  retardation. 
Recent  literature  suggests  that  delayed  or  re- 
tarded development  is  now  coming  to  be 
seen  as  an  outcome  of  the  other  combined 
anomalies  rather  than  as  an  integral  part  of 
CHARGE  Association  itself.  Evidence  from 
families  and  involved  professionals  suggests 
that  people  with  CHARGE  Association 
cover  the  whole  spectrum  of  intellectual 
ability  from  severe  retardation  through  to 
normal  or  even  high  intelligence. 

Cause  of  the  Condition 

The  exact  cause  of  CHARGE  Association  is 
still  unknown  and  research  suggests  a  vari- 
ety of  factors  which  may  induce  the  irregu- 
larities which  are  present  in  this  condition. 
The  majority  of  cases  are  thought  to  be  spo- 
radic with  no  obvious  evidence  of  genetic  in- 
volvement. There  is  some  evidence  in  the  lit- 
erature of  cases  where  certain  characteristics 
of  CHARGE  have  been  inherited,  and  also 
some  evidence  to  suggest  chromosome 
deletion  in  some  cases.  References  in  the  lit- 
erature, and  many  parents  of  people  with 
CHARGE  Association,  suggest  the  possi- 
bility of  linking  CHARGE  with  exposure  to 
certain  chemicals  (pesticides,  fungicides, 
and  wood  preservatives)  but  this  has  not 
been  proven. 

Size  of  Population 

Very  little  is  known  about  the  precise  num- 
bers of  people  with  CHARGE  Association 
anywhere  in  the  world.  Most  of  the  people 
identified  as  having  this  condition  are  chil- 
dren, though  there  are  some  young  adults 
in  their  mid  twenties.  Because  of  this  very 
little  is  known  about  the  life  expectancy  of 
people  with  CHARGE  Association,  nor 
about  the  likelihood  or  nature  of  late  onset 
complications.  One  difficulty  is  that  this  is 
a  comparatively  recently  identified  condi- 
tion; if  people  were  born  with  CHARGE 
Association  well  before  1982  it  is  unlikely 
that  they  will  be  identified  as  having  the  con- 
dition in  their  adult  years.  Another  possible 
explanation  is  that  babies  born  with 
CHARGE  Association  generally  died  be- 
cause medical  science  was  unable  to  support 
them  through  the  first  immensely  complex 
and  difficult  years  of  life;  nowadays  we  have 
the  technology  to  achieve  this  in  most  cases. 
In  the  United  Kingdom  the  CHARGE 
Association  Family  Support  Group  has 
recorded  over  a  hundred  people  with 
CHARGE  Association.  The  Sense  Family 


Centre  in  Ealing  is  currently  working  with 
130  young  children,  eight  of  whom  have 
CHARGE  Association. 
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Joshua  Levey  who  has  CHARGE  Association  and  whose  father,  David,  is  the 
new  CHARGE  Development  Officer 

Development  and  Education 

Most  of  the  literature  about  CHARGE 
Association  is  medical  and  until  about  six  or 
seven  years  ago  it  showed  little  under- 
standing of  the  educational  needs  or  poten- 
tial for  development  of  people  with 
CHARGE  Association.  This  has  improved  in 
more  recent  literature  and,  as  explained 
above,  with  growing  awareness  of  the  im- 
portance of  early  educational  intervention 
and  of  the  need  for  appropriate  education- 
al approaches,  it  should  become  increasingly 
rare  for  "mental  retardation"  to  be  auto- 
matically ascribed  to  children  with 
CHARGE  Association.  As  with  all  children 
born  with  multiple  disabilities  it  may  take 
years  to  determine  fully  the  extent  and  na- 
ture of  each  disability.  I  have  worked  with 
several  young  children  with  CHARGE 
Association  who  presented  as  having  severe 
visual  and  hearing  impairment  but  who, 
subsequently,  made  excellent  use  of  resid- 
ual vision  and  hearing  after  appropriate 
early  intervention  and  a  great  deal  of  hard 
work  by  their  families  and  local  profes- 
sionals. Many  people  with  CHARGE 
Association  received  no  input  at  any  time 
from  a  specialist  in  deafblindness,  but  as 
CHARGE  Association  becomes  better 
known  in  the  field  of  deafblindness  it  is  to 
be  hoped  that  this  situation  will  improve.  I 
know  of  no  identified  sub-group  within  the 


Recent  research 
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delayed 
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problems  rather 
than  part  of 
CHARGE  itself 
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population  of  people  with  multi-sensory  im- 
pairment who  have  so  many  medical  prob- 
lems, of  such  complexity  and  severity,  and 
with  so  many  hidden  or  delayed  difficulties, 
and  yet  no  sub-group  has  shown  such  a  con- 
sistent ability  to  rise  triumphantly  above 
these  problems,  admittedly  with  massive 
help  from  medical  professionals,  therapists, 
educationalists,  and  above  all  their  families. 
People  familiar  with  CHARGE  Association 
often  speak  about  iron  willpower,  great  spir- 
it, and  a  marked  sense  of  humour  being  dis- 
tinctive features  of  most  people  with 
CHARGE  Association,  though  as  far  as  I 
know  this  is  the  first  time  these  particular 
aspects  of  the  condition  have  appeared  in 
the  literature! 
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Further  information   about  CHARGE 
Association  can  be  obtained  from: 

David  Brown,  Sense  Family   Centre, 
Ealing,  0181  991  0513 

Sheila  Draper,   CHARGE  Association 
Family  Support  Group,  0181  540  2142 


CHARGE  Association 


and  Sense 


David  Levey 

CHARGE 

Development 

Officer 


T! 


ihe  Sense  Weekend  Away  last 
September  attracted  a  wonderful 
turnout  from  the  CHARGE  Family 
Support  Group.  This  impressive  turnout 
caught  the  eye  of  Rodney  Clark,  Chief 
Executive  of  Sense,  who  picked  up  on  var- 
ious requests  from  parents  for  more  support. 
After  consulting  with  David  Brown,  Head 
of  the  Family  Centre  in  Ealing,  Rodney  then 
invited  a  small  group  of  parents  to  a  meet- 
ing at  Sense  to  see  if  things  could  be  taken 
further. 

In  attendance  at  this  meeting  were  fami- 
ly members:  Sheila  Draper,  Jackie  Turner, 
Yvonne  Arnold,  Ian  Kirkbride,  David  Levey 
and  a  representation  from  Sense  covering  a 
wide  range  of  activities  all  of  which  were  rel- 
evant to  the  CHARGE  Family  Support 
Group.  From  this  meeting  it  was  agreed  to 
set  up  an  Action  Group  to  develop  things 
further.  Members  of  this  group  are:  from 
CHARGE  -  Yvonne  Arnold,  Ian  Kirkbride, 
and  David  Levey,  from  Sense  -  Rodney 
Clark,  David  Brown,  Malcolm  Matthews, 
Director  of  Policy  and  National  Services,  and 
Joff  McGill,  Voluntary  Services  Officer. 

In  addition  to  the  Action  Group,  Sense 
have  decided  that  initially  they  will  fund  a 
6  month  development  project  and  have  ap- 
pointed a  CHARGE  Development  Officer  to 


carry  out  the  work  for  one  day  per  week. 
Sense  thought  it  best  that  this  appointment 
was  given  to  a  CHARGE  parent  and  offered 
the  position  to  me  which  I  have  accepted.  I 
welcome  the  opportunity  to  address  some 
of  the  major  concerns  of  the  Family  Group 
and  am  also  looking  forward  to  deepening 
our  relationship  with  Sense,  who  have  al- 
ready given  us  tremendous  support  in  the 
past  and  clearly  wish  to  carry  on  their  good 
work  into  the  future. 

In  more  detail  my  job  specification  is  as  fol- 
lows: 

•  Produce  a  first  information  leaflet 

•  Establish  a  database 

•  Liaise  with  Family  Support  Group 

•  Service  the  Action  Group 

•  Support  the  preparatory  work  for 
medical  involvement 

•  Liaise  with  David  Brown  and  the 
Ealing  Family  Centre  on  FEAS  (The 
Sense  Family  and  Education  Advisory 
Service)  involvement. 

Anybody  wishing  to  send  or  receive  in- 
formation on  CHARGE  Association  can  con- 
tact me  at  Sense  Head  Office. 
David  Levey 
CHARGE  Development  Officer 
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Happy  5th  birthday 
Lincolnshire  Intervenor 
Scheme 

It  was  a  shock  for  us  to  realise  we  had  a  landmark  birthday  coming  up  - 
and  what  better  way  to  celebrate  the  occasion  than  by  taking  this  oppor- 
tunity to  chart  our  progress  and  thank  everyone  who  has  contributed  to 
our  success. 


1 


July  1992 

The  big  occasion  when  H.R.H.  The  Princess 
Royal  came  to  Lincoln  to  receive  a  cheque 
from  Lincolnshire  Social  Services  to  initiate 
the  development  of  this  unique  service. 
Many  thanks  are  due  to  Malcolm  Ashman, 
the  then  Director  of  Social  Services  and 
David  Ford,  Director  of  Sense  East  at  the 
time,  without  whom  we  would  not  have 
been  born. 

September  1992 

I  took  up  post  as  scheme  manager  with  no 
Intervenors,  no  clients,  no  families  -  not 
even  a  desk  or  office!.  Since  there  was  no 
similar  service  anywhere  else,  the  first  few 
months  were  a  hectic  round  of  getting  to 
know  Sense,  meeting  families  and  finding 
out  what  was  needed  and  how  to  go  about 
it.  The  first  group  of  Intervenors  were  ap- 
pointed in  January  1993.  Our  grant  allowed 
us  to  offer  5  hours  each  week  to  10  people 
and  the  Intervenor  partners  were  as  diverse 
in  profile  and  age  as  the  Intervenors  them- 
selves. Training  in  all  aspects  of  sensory  loss, 
disability,  communication  and  co-active 
teaching  methods  kept  us  all  busy,  but  we 
were  able  to  put  together  individual  devel- 
opmental programmes  of  work  for  each 
placement  and  all  were  in  post  by  Easter.  The 
major  contributors  to  this  process  were,  and 
continue  to  be,  the  families  of  our  special 
children  and  adults.  Their  confidence  and 
support  and  considerable  wisdom  offered 
us  so  much.  The  fact  that  we  all  work  to- 
gether as  a  team  has  been  an  essential  in- 
gredient which  has  continued  to  evolve. 
Many  of  those  first  families  are  still  with  the 
Scheme  and  those  whose  children  have 
moved  on  remain  in  contact  with  the 
Outreach  Service. 

Those  first  18  months  of  the  Scheme  were 
a  source  of  constant  amazement  to  all  of  us. 
5  hours  may  not  seem  long  but  the  benefits 


of  that  time  spent  with  an  Intervenor  -  some- 
one who  is  totally  focussed  on  you  as  an  in- 
dividual and  who  is  working  within  a  con- 
sistent and  constructive  programme  of  ac- 
tivities -  can  be  very  exciting.  The  work  is 
evaluated  every  4-6  months;  with  re- 
sources and  structure  altered  accordingly. 
Central  to  Intervenor  training,  and  as  a  core 
to  their  work,  is  the  sharing  of  skills  with  any 
other  professional  involved  with  their  part- 
ner. Intervenors  spend  time  working  with 
the  physiotherapist,  speech  and  language 
therapist,  occupational  therapist  and  school 
staff,  enabling  a  shared  understanding  of 
their  partner  to  permeate  the  whole  day.  We 


Moira  Barratt 
Outreach  Services 
Manager 


certainly  underestimated  the  impact  those 
few  hours  would  have  and  have  delighted 
ever  since  in  the  achievements,  large  and 
small,  brought  about  by  these  partnerships. 

April  1994 

Rejoiced  in  additional  funding  to  extend  the 
Scheme  from  38  weeks  to  52  week  cover  and 
provided  the  means  for  developing  a  holi- 
day programme  through  the  school  holi- 
days. By  this  time  we  had  an  excellent  team 
of  well  trained  Intervenors  who  were  able 
to  work  confidently  in  a  number  of  settings, 
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our  resource  base  was  growing  as  we  accu- 
mulated toys  and  equipment,  and  families 
were  also  enjoying  the  security  of  having  an 
Intervenor  visit  regularly  who  they  knew 
and  trusted.  Many  parents  were  experienc- 
ing hitherto  unknown  delights  such  as  an 
evening  out  -  together! 

Summer  1994 

Intervenors  working  with  adults  had  regu- 
larly been  accessing  community  based  ac- 
tivities such  as  bowling  and  a  small  group 
of  children  had  formed  a  swim  club. 
However,  some  families  were  less  certain 
about  Intervenors  taking  their  partners 
very  far,  families  who  were  unable  to  con- 
sider respite  for  all  kinds  of  reasons  -  but  cer- 
tainly needed  it.  The  Summer  Activity 
Scheme  1994  was  therefore  a  big  event  for 
everyone.  Offering  5  days  of  activities  for  4 
weeks  across  the  county.  Lots  of  work  went 
into  offering  a  wide  range  of  days  out,  and 
in,  to  suit  all  ages  and  ranges  of  disability. 
It  was  terrific  fun  and  a  resounding  success, 
despite  the  variable  weather  and  dreadful 
Lincolnshire  roads. 

1994  -  95 

Several  issues  needed  resolving.  One  was 
the  continued  need  for  close  supervision  and 
hands  on  support  of  Intervenors  to  maintain 
the  high  standard  of  Intervention  we  expect. 
This  led  to  the  appointment  of  2  Intervenor 
Team  Leaders  to  ensure  everyone  received 
the  level  of  support  they  needed.  The  other 
issue  concerned  adults  who  had  made  such 


startling  progress  with  their  Intervenors, 
clearly  indicating  the  need  for  access  to  a  far 
more  varied  and  stimulating  lifestyle. 
Gradually  separate  packages  of  care,  train- 
ing and  education  were  developed  for  these 
people  often  with  additional  Intervenor 
hours  and  these  continue  to  evolve,  open- 
ing up  new  and  interesting  life  experiences 
each  time.  The  commitment  and  energy  of 
the  Intervenor  team  and  team  leaders  have 
driven  these  new  developments.  Staff  find 
skills  they  never  knew  they  had  and  often 
learn  alongside  their  partners. 

Summer  1995 

The  scheme  this  year  was  bigger  and  better 
and  hotter,  4  days  a  week  for  5  weeks  this 
time.  It  was  possible  to  include  some  peo- 
ple from  the  Scheme  waiting  list  which  fluc- 
tuated greatly  throughout  the  year,  and  we 
finally  got  some  people  to  join  us  who  had 
not  been  quite  confident  enough  the  year  be- 
fore. The  video  of  that  Summer  was  as 
sought  after  as  a  Disney  movie  and  was  a 
lovely  way  to  share  with  parents  the  range 
of  activities  on  offer.  Little  things  made  a  lot 
of  hard  work  worthwhile  -  'this  is  the  first 
time  we've  had  a  summer'  was  one  parent's 
comment,  which  made  us  very  happy. 

1995  -  96 

An  exciting  year.  We  were  on  local  TV.  We 
made  a  video  all  about  the  Scheme  with  a 
local  video  company  and  Social  Service 
funding  -  we  did  choose  the  worst  week  of 
snow  and  blizzards  for  years  to  do  it  but 
that's  another  story  -  and  we  started  to 
branch  out  from  Lincornshire  to  develop 
Intervenor  services  in  other  parts  of  the 
Region.  Even  now  these  are  individually  tai- 
lored packages  rather  than  whole  service 
schemes,  but  it  is  a  step  in  the  right  direc- 
tion. 

1996 

Decision  time.  Not  only  was  the  Intervenor 
Scheme  growing  and  evolving  but  so  were 
many  other  Outreach  services  within  Sense 
East  and  I  had  to,  reluctantly,  pass  on  the 
management  of  the  scheme  to  someone  else. 
Jo  Slack  had  been  my  team  leader  and  had 
been  with  the  scheme  from  the  beginning  so 
it  was  not  too  difficult  to  hand  my  baby  over 
to  Jo.  I  do  miss  the  regular  contact  with  the 
Intervenors  and  their  partners  and  their 
wonderful  families,  but  I  still  work  with  Jo 
to  develop  the  programmes  and  evaluate 
them.  Jo  has  brought  her  own  skills  and  tal- 
ents to  the  post  and  in  a  very  short  time  set 
about  expanding  our  loan  resources  and  es- 
tablishing a  curriculum  base  for  the  work. 
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The  Lincolnshire  Summer  Activity  Scheme  in  full  swing 


Under  her  leadership  the  1996  Summer 
Scheme  was  again  great  fun  for  everyone, 
benefitting  from  lots  of  support  from  many 
local  businesses  and  attractions.  Funcoast 
World  in  Skegness  let  us  all  in  free  for  a 
whole  day  of  fun  and  frolics  and  many  other 
locations  similarly  supported  us. 
Intervenors  and  their  partners  benefit  from 
meeting  and  working  with  one  another,  and 
renewing  friendships  from  past  years. 

1997 

We  now  have  a  team  of  16  Intervenors.  Their 
partners  range  in  age  from  3-43  and  each 
have  complexities  of  sensory  loss,  usually 
with  other  disabilities. 

Every  partnership  is  different,  working  at 
different  times  and  days  of  the  week,  some 
are  very  intensive  stimulation  and  devel- 
opmental home  based  programmes,  some  a 
mixture  of  home  and  community  activities. 
One  person  works  1  day  each  week  with  his 
Intervenor  in  the  Sense  Shop  in  Skegness,  al- 
though soon  his  Intervenor  will  not  be  need- 
ed. Another,  who  is  profoundly  deaf,  and 
has  limited  sight  in  one  eye,  plays  golf  from 
his  wheelchair,  goes  to  an  evening  pottery 
class  and  is  learning  to  cook  and  braille. 
Intervenors  sign,  massage,  paint,  play, 
count,  sing,  swim  -  the  list  is  endless.  Their 
function  is  simple  -  to  open  up  the  world  to 
people  who  are  deafblind  -  the  possibilities 
are  endless. 

This  celebration  of  our  birthday  is  a  trib- 
ute to  all  the  staff,  our  friends,  supporters 
and  Sense  families  and  most  importantly,  to 
the  very  special  people  we  work  with  who 
make  every  day  worthwhile. 
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So  what  is  a  Deaf  blind 

Liaison  Officer? 

Last  September,  I  joined  Lincolnshire  Outreach  Services  as  Deaf  blind 

Liaison  Officer,  a  post  which  Moira  Barratt,  Outreach  Services  Manager 

and  David  Ford,  the  then  Regional  Director,  had  been  fighting  for  for 

some  time.  It  was  a  totally  new  post  and  unique  within  Sense  as  far  as 

I  know,  making  it  'exciting  but  scary'.  The  post  is  jointly  funded  by 

Lincolnshire  Social  Services  and  the  Health  Authority.  Our  office  is  in 

Lincoln,  within  sight  of  the  Cathedral  (if  you  stand  on  tiptoe  and  look 

out  of  the  window!) 


Hilary  McNeeney 

Deafblind  Liaison 

Officer 


I 


qualified  as  a  Social  Worker  in  1975  and 
have  worked  in  various  posts;  with  chil- 
dren, older  people  and  in  hospital  set- 
tings. I've  been  interested  in  sensory  loss  for 
a  long  time  and  have  taken  an  Open 
University  Course  on  Issues  of  Deafness  in 
the  past,  as  well  as  learning  basic  Sign 
Language. 

The  role  of  Liaison  Officer  was  seen  as  a 
service  development  one;  the  first  twelve 
months  involving  mostly  awareness  raising 
and  networking. 

Induction 

Shortly  after  I  arrived  at  Sense,  I  was  fortu- 
nate enough  to  take  part  in  the  Sense  1996 
Weekend  Away  in  Birmingham.  I  enjoyed 
reading  an  account  of  that  weekend  in  the 
Winter  Talking  Sense  by  Colin  Anderson, 
Senior  Communications  Officer.  He'd  been 
working  for  Sense  for  only  two  days  when 
he  attended.  In  the  article,  he  mentioned 
putting  on  his  best  'new  boy'  smile  for  that 
occasion.  I  was  an  old  hand  by  comparison, 
having  been  a  Sense  employee  for  all  of  five 
days,  but  still  felt  very  much  a  'new  girl'.  I 
met  literally  dozens  of  Sense  staff  members 
and  service  users  on  that  Weekend  Away;  as 
well  as  in  the  impressive  residential  estab- 
lishments and  day  centres  based  in 
Lincolnshire,  and  on  Sense  Easf  s  week  long 
induction  course  in  December.  Through  all 
these  contacts,  I  am  gradually  coming  to 
terms  with  the  unique  issues  surrounding 
dual-sensory  impairment. 

Networking 

I  have  been  aiming  to  make  a  wide  base  net- 
work of  contacts  in  the  county.  To  this  end, 
I  have  met  with  key  personnel  from 
Lincolnshire  Health  and  Social  Services.  The 
contacts  have  generated  a  number  of  refer- 


rals to  Sense  Outreach  Services,  some  train- 
ing needs  and  a  gradual  piecing  together  of 
exactly  how  things  work  locally.  The  varia- 
tions in  reactions  have  been  remarkable. 
From  ophthalmologists  who  can  see  no  pur- 
pose in  meeting  me  at  all,  through  an  audi- 
ologist  who  has  apparently  only  four  pa- 
tients with  dual-sensory  impairment  on  his 
caseload,  all  of  whom,  in  his  opinion,  are 
well-supported  thank  you;  to  Consultants 
who  are  willing  to  give  up  two  hours  of  their 
time  and  refer  on  appropriate  people. 

Quite  a  lot  of  my  time  has  been  spent  con- 
tacting and  following  up  new  referrals  of 
families  with  deafblind  children  or  adults. 
This  gives  an  excellent  opportunity  to  learn 
the  needs  of  this  group  of  people  and  to  li- 
aise with  Local  Authority  staff  and  others, 
getting  to  know  those  workers  and  learning 
about  the  resources  available. 

Awareness  Raising 

Trying  to  minimise  the  disabling  effect  of 
being  a  person  who  is  deafblind  often  in- 
cludes training  to  raise  awareness  of  the  im- 
pact of  sensory  impairment  to  all  sorts  of  dif- 
ferent groups  of  people.  Together  with  other 
members  of  staff,  I  have  been  involved  with 
several  such  training  courses,  sometimes 
general  awareness  raising  and  sometimes 
geared  towards  a  particular  service  user. 
This  is  part  of  the  post  which  will  be  ongo- 
ing as  new  opportunities  are  always  arising. 
I  work  closely  with  other  Sense  staff  to  iden- 
tify the  training  needs  of  other  profession- 
als, service  providers,  staff  and  carers  and 
respond  to  these. 

National  Legislation 

Throughout  my  first  six  months,  I  have  been 
learning  about  and  absorbing  the  current  na- 
tional legislation  and  policies  concerning  ed- 
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ucation,  and  community  care  as  it  effects 
deafblind  people  and  children  with  special 
needs.  What  a  task  but  a  very  important  one! 
There  is  a  vast  amount  of  information  in  this 
field  which  it  is  vital  to  continue  monitor- 
ing if  we  are  to  work  with  this  group  of  peo- 
ple to  best  effect. 

Resource  Centre 

The  Outreach  Office  already  had  books,  ar- 
ticles and  videos  about  deafblindness  as  well 
as  information  about  relevant  services, 
agencies,  rights  and  benefits.  Together  with 
Sue  Davies,  our  Family  Support  Worker,  I 
have  helped  to  develop  this  information 
bank  and  made  it  more  accessible.  We  have 
plans  to  expand  this  resource  further,  hav- 
ing researched  people's  needs  and  raised 
funds.  The  ultimate  aim  is  to  create  a  really 
comprehensive  deafblindness  information 
centre  and  library  of  sensory  equipment  that 
both  families  and  colleagues  can  use. 

Acquired  Deafblindness 

I  am  particularly  interested  in  acquired  deaf- 
blindness, having  had  some  experience  as  a 
volunteer  in  this  area.  This  fits  nicely  with 
Sense's  aim  to  promote  Communicator- 
Guide  Schemes.  Throughout  my  time  with 
Sense,  I  have  begun  to  identify,  through  the 
various  contacts  I  have  made,  people  who 
have  acquired  a  dual  loss  who  could  bene- 
fit from  such  services.  I  shall  continue  to  do 
so  throughout  the  rest  of  my  first  year.  This 
is  with  a  view  to  applying  for  the  necessary 
funding  and  with  luck,  setting  up  this  kind 
of  service  in  1998. 

Outreach  Services  in  Lincoln  were  already 
a  small  cohesive  team  when  I  joined  them. 
I  have  valued  the  support  of  Moira,  my 
Manager,  and  have  been  able  to  establish 


strong  working  relationships  with  Jo  Slack, 
our  Intervenor  Scheme  Manager  and  Sue, 
our  Family  Support  Worker,  resulting  in  var- 
ious new  developments  such  as  respite 
weekends  and  a  newsletter  for  the 
Lincolnshire  families. 

It  is  interesting,  to  say  the  least,  to  have  the 
privilege  of  tackling  a  new  kind  of  post  like 
this  which  is  evolving  as  time  progresses. 
Yes  'exciting  but  scary'  certainly,  but  I  am 
pleased  to  say  that  I  spend  more  time  excit- 
ed by  the  prospects  of  the  work  to  be  done 
than  scared.  I  am  hopeful  that  this  post  will 
be  sufficiently  effective  to  produce  a  model 
which  other  counties  will  want  to  emulate. 
Who  knows,  maybe  one  day  there  will  be 
lots  of  similar  posts  in  other  areas.  It  would 
be  wonderful  to  have  other  Liaison  Officers 
to  liaise  with!! 


Jo  Slack, 

Intervenor  Scheme 
Manager 
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The  idea  of  a  communication  book  gathered  momentum  following 

Lorna's  last  visit  to  the  Sense  Family  Centre  in  Ealing.  Although  the 

day  focused  on  her  hearing  we  also  talked  about  communication.  It 

was  a  great  opportunity  to  discuss  new  ideas,  as  not  only  did  Lorna's 

family  attend  the  day,  her  class  teacher  did  too. 


I  uch  of  Lorna's  expressive  commu- 
nication is  at  a  pre-intentional  level 
I  and  for  people  who  don't  know  her 
very  well,  she  can  be  very  hard  to  'read'.  The 
importance  of  other  people  communicating 
with  Lorna  was  discussed  and,  in  particular, 
how  important  it  is  that  they  interpret  her  ini- 
tiations and  responses  as  consistently  and 
correctly  as  possible.  We  looked  at  a  booklet 


When  I  like 

something  I  will 

smile  or  laugh  and 

move  my  whole 

body  around. 


called  "An  Ideas  Kit"'  which  puts  forward 
the  idea  of  using  photographs  and  simple 
phrases  to  describe  the  way  in  which  a  child 
is  expressing  their  needs  and  emotions.  We 
thought  this  could  work  well  for  Lorna.  With 
the  idea  agreed  in  principle  I  was  to  help  co- 
ordinate the  b(X)k  to  ensure  that  we  all  agreed 


on  how  and  what  Lorna  was  communicat- 
ing and  to  reflect  this  both  at  home  and 
school.  And  so  began  what  turned  out  to  be 
quite  a  long  process. 

Initially  I  talked  to  the  staff  working  with 
Lorna  at  school  about  the  idea  of  making  a 
communication  book.  Their  support  was 
crucial  in  presenting  a  clear  picture  of  Lorna 
at  school.  The  staff  were  very  enthusiastic 
about  the  idea  and  everything  got  off  to  a  fly- 
ing start.  I  observed  Lorna  during  several 
sessions  at  school  and  used  the  'Affective 
Communication  Assessment72  to  try  to  be  as 
exact  as  possible  about  Lorna's  communi- 
cation. This  gave  me  a  good  basis  to  start 
from  as  I  had  lots  of  information,  which  I 
could  then  put  into  phrases  for  the  book.  This 
resulted  in  the  first  draft  of  the  book,  which 
I  gave  to  the  staff  so  that  they  could  agree  or 
disagree  and  make  changes  where  they  felt 
necessary.  This  produced  a  lot  of  lively  dis- 
cussion and  meant  that  quite  a  few  changes 
were  made. 

I  was  then  going  to  discuss  this  second 
draft  with  Lorna's  mother,  Beatrice. 
However,  just  before  I  was  due  to  meet  with 
her,  I  saw  another  child's  book,  made  by  her 
mother.  The  book  was  so  'user-friendly'  and 
jargon-free  that  I  thought  draft  two  of 
Lorna's  book  needed  further  changes  before 
being  discussed  with  Beatrice.  Without 
changing  the  meaning  of  anything,  I 
rephrased  certain  parts  so  that  they  were  free 
of  "teacher  talk" .  It  was  not  that  jargon  need- 
ed removing,  it  was  more  a  case  of  changing 
the  formal  way  in  which  the  information  was 
presented.  This  produced  draft  three,  which 
I  took  to  Beatrice  and  asked  her  what  she 
thought  of  it.  She  made  suggestions,  agreed 
with  some  parts,  disagreed  with  others,  and 
these  further  changes  resulted  in  the  final 
draft  -  number  four. 

This  final  draft  was  shown  to  the  school 
staff  who  agreed  that  this  was  the  kind  of 
book  everyone  wanted  and  had  envisaged. 
Photographs  were  taken  and,  after  selecting 
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appropriate  images  for  the  right  phrases,  we 
finally  had  Lorna's  communication  book. 

There  are  three  copies,  one  which  will  stay 
at  home,  one  at  school  and  a  copy  which  has 
been  sent  to  Lorna's  respite  care  key  work- 
er, who  has  been  invited  to  add  any  other  in- 
formation which  she  feels  would  be  appro- 
priate. As  Lorna  develops,  changes  and 
grows  older,  the  book  can  change  and  grow 
with  her. 

Although  it  took  a  long  time  to  do,  the 
process  of  making  the  book  a  reality  really 
focused  everyone's  attention  on  the  ways  in 
which  Lorna  communicates.  The  process 
could  have  been  done  differently,  but  suited 


everyone.  It  could  also  have  been  done  a  lit- 
tle faster  -  but  the  important  point  is  that  we 
did  it.  Lorna  has  a  communication  book 
which  gives  information  quickly  and  as  un- 
ambiguously as  possible,  and  hopefully  will 
help  others  to  be  more  consistent  in  their  ap- 
proach and  response  to  Lorna.  After  all,  it  is 
only  when  people  interpret  Lorna's  com- 
munications correctly,  and  respond  to  them 
consistently  and  appropriately  that  she  will 
be  helped  to  move  on  towards  more  consis- 
tently intentional  communication. 

Nikki  Stanislawski 

Advisory  Teacher 

Islington  Consortium 


Remember  to  tell 
me  when  an 
activity  ends  and 
help  me  to  sign 
'finished' 


At  other  times  I 
want  to  have  you 
with  me.  You'll 
know  because  I 
can  cry  really 
loudly! 


1  An  Ideas  Kit, 
Goold  L,  Borbilas  P, 
Clark  A  and  Kane  C 
(1993  North  Rocks 
Press,  Australia  ISBN  0 
94905(1  03  2) 

2  Affective 
C"  o  m  m  u  nic  a  tion 
Assessment  (1985  - 
SERIS,  1 1  Anson  Road, 
Victoria  Park,  Man- 
chester M145BY0. 
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Branch  weekend  -  A  Sense 
family  network? 


On  Friday  7th  February  we  met  at  the  Stage  Hotel  in 
Leicester  to  consider  a  Sense  Family  Network.  By  we, 
I  mean  members  of  Family  Forum,  Branch  members, 
families  and  staff  under  the  watchful  eyes  of  Alison 
and  Joff. 

There  was  an  incentive 
to  arrive  early  as  the  hotel 
boasted  a  leisure  centre 
and  the  thought  of  spend- 
ing some  time  in  the 
sauna,  steam  room  or 
Jacuzzi  was  most  inviting. 
I  could  be  wrong,  but  I 
doubt  if  any  of  us  reached 
the  gym! 

After  dinner  we  got 
down  to  introductions 
and  brought  everyone  up 
to  date.  A  working  group 
of  the  Family  Forum  had 
identified  three  areas  for 
discussion:  membership; 
events  and  activities;  a 
network  of  contacts.  The 
plan  for  the  weekend  was 
to  flesh  out  these  headings 
and  allow  a  fuller  discus- 
sion of  each  of  them,  with 
a  view  to  having  some- 
thing tangible  to  offer  as  a 
Daily  Network.  Jessica 
Hills  very  kindly  came 
along  that  evening  to  offer 
her  best  wishes  and  moral 
support. 

On  Saturday  the  real 
work  started  when  the 
Leisure  Club  (a  creche  for 
adults  and  children)  left 
and  we  were  divided  into 
groups,  each  to  study  one 
aspect  of  the  Family 
Network.  It  was  hard 
work  but  1  think  most  of 
us  felt  worthwhile.  The 
groups  came  up  with  very 
detailed  and  well  thought 
out  plans  which  helped  to 
point  the  way  ahead.  After 
that  I  think  we  deserved 


So  what  is  this  network 
we  were  talking  about  at 
the  weekend? 

The  Network  aims  to 
keep  families  at  the  core  of 


family  fun  weekend  in 
October  and  a  Newsletter 
to  all  staff  and  families  in 
contact  with  Sense  to  ex- 
plain the  Network. 


Networking  at  Leicester... 

our  time  in  the  sauna  and 
jaccuzi  before  the  party 
that  evening. 

We  were  delighted  that 
Rodney  Clark  was  able  to 
join  us  for  the  party  and 
also  Margaret  White,  who 
stayed  on  to  assist  our  de- 
liberations on  Sunday. 

The  final  session  started 
with  the  almost  obligato- 
ry Playdo  interlude,  then 
the  groups  were  asked  to 
consider  options  for  the 
next  steps  towards  a 
Family  Network.  By  the 
end  we  could  point  to 
solid  achievements  in  all 
areas  covered  -  a  testa- 
ment to  everyone's  hard 
work  and  just  the  right 
amount  of  prodding  by 
Alison  and  Joff. 


Sense  and  to  hold  on  to  the 
uniqueness  that  is  the 
'Sense  Family'. 

We  believe  that  Sense 
will  continue  to  prosper 
with  the  creation  of  the 
Network.  It  will  give  clear 
and  accurate  membership 
numbers,  more  opportu- 
nities for  members  to  con- 
tact each  other  and  to  meet 
up  at  organised  events. 
Within  Sense  there  are  a 
great  number  of  contact 
points,  what  is  required  is 
to  link  them  up,  and  that 
will  be  the  task  for  the 
Network. 

The  first  steps  proposed 
are  that  there  will  be  some 
co-ordination  of  the 
Network  from  the  Sense 
Voluntary  Services  team,  a 


A  steering  group  is  en- 
suring that  these  steps 
take  place  and  will  con- 
tinue to  work  out  the  de- 
tails of  the  Network.  Their 
first  task  is  to  write  a 
paper  for  the  Senior 
Management  Team  and 
Council,  so  that  the  way 
ahead  is  agreed  by  the 
whole  organisation. 

I  would  like  to  thank 
everyone  who  took  part  in 
the  weekend,  but  please 
remember  the  work  is  not 
finished.  The  steering 
group  welcomes  input 
from  anyone  interested  in 
the  project.  Please  contact 
Joff  for  information. 

Neil  Farquharson 
Chair,  Family  Forum 
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South  Coast  Branch... 

The  branch  have  had  one  meeting  with  the  two  new 
group  managers  of  Social  Services  concerning  identi- 
fying the  needs  and  numbers  of  deafblind  people  in  East 
Sussex.  Another  meeting  is  planned  for  May.  The  branch 
had  an  enjoyable  AGM  on  the  12th  April,  with  a  talk 
from  Anna  Pugh  who  is  the  Regional  Advisory  Officer 
from  Sense  South  East.  This  was  followed  by  lunch  and 
time  to  have  a  relaxed  chat.  It  was  attended  by  16  peo- 
ple. The  officers  of  branch  remained  the  same  apart  from 
a  new  vice-chair,  Hannah  Bishop,  our  youngest  mem- 
ber who  attends  Mary  Hare  Grammar  School  for  the 
Deaf. 

In  the  future  the  branch  are  making  plans  for  a 
Seminar  Day  to  be  held  in  the  Autumn. 

Cymru  Branch... 

Sadly  the  Branch  were  unsuccessful  in  their  bid  for  lot- 
tery funding.  They  had  asked  for  money  to  replace  their 
caravan  with  a  chalet  that  would  have  better  access  and 
facilities  for  their  deafblind  members. 

They  still  hope  to  achieve  their  aim  of  replacing  the 
caravan  in  time  for  their  25th  anniversary  in  three  years, 
so  watch  out  for  some  serious  fundraising! 


From  Wales 

The  pictures  show  five  year  old  Paul  Savoia  and  a  won- 
derful room  that  his  mother  Wendy  has  created  in  their 
home  in  Newtown.  Paul  loves  to  explore  the  exciting 
sounds,  lights,  textures  and  scents  which  are  invaluable 
in  stimulating  him  and  encouraging  him  to  occupy  him- 
self meaningfully. 


Branch  Issues  -  South  Coast  Branch 

Having  been  'bullied'  by  Joff  into  writing  this  article  I 
really  don't  know  where  to  begin.  'Write  about  how  you 
involve  everyone  in  the  group'  he  says!  Well  the  fact  that 
I  am  lost  for  words,  come  from  the  reality  that  it  is  team 
work  and  since  everyone  has  an  important  place  in  the 
team  its  only  natural  that  we  enable  each  person  to  con- 
tribute effectively  to  the  group. 

The  group  is  quite  complex  in  terms  of  communica- 
tion needs.  Members  include  deaf  people  needing  sign 
support,  multi-sensory  impaired  young  people  and  a 
head  injured  blind  person  as  well  as  a  host  of  other  mem- 
bers. 

In  order  to  make  each  person  a  full  acting  member  of 
the  group  we  need  to  give  them  the  opportunity  to  par- 
ticipate and  follow  what  is  happening  during  meetings. 
Social  Services  are  very  supportive  and  provide  two  in- 
terpreters translating  the  meeting  into  BSL  or  SSE  ac- 
cording to  need  and  preference. 

Our  multi-sensory  impaired  and  deafblind  members 
have  a  simplified  agenda  to  follow  with  pictoral  sup- 
port (see  picture)  and  our  blind  member  has  an  agen- 
da in  large  print.  The  minutes  are  presented  in  writing 
to  all  the  group  although  we  do  record  each  session  on 
a  small  voice  recorder  so  that  our  blind  member  can  lis- 
ten to  the  minutes  and  OK  them. 

During  the  meeting  we  have  a  strict  protocol  to  fol- 
low which  is  really  just  good  practice.  Only  one  speak- 
er at  a  time  who  is  identified  by  name.  Since  all  the  de- 
tails go  through  the  chair  and  the  chair  relies  on  sign 


support,  the  pace  of  the  meeting  is  sympathetic  to  those 
needing  communication  support  in  a  natural  way. 

Each  item  on  the  agenda  is  given  a  number  which  en- 
ables everyone  to  keep  track  of  where  we  are.  As  we  fin- 
ish one  time  on  the  agenda  the  chair  announces  that  it 
has  been  completed  so  that  the  deafblind  and  multi-sen- 
sory impaired  people  can  cross  it  off  their  lists.  This 
means  not  only  can  the  deafblind  members  see  how  far 
the  meeting  has  got  and  be  active  at  each  stage  but  oth- 
ers can  orally  keep  in  touch  with  the  progress. 

Our  final  and  recent  addition  to  the  agenda  has  proved 
to  be  very  popular  indeed.  We  felt  that,  whilst  we  were 
giving  out  details  of  our  activities  and  information  to 
be  shared,  it  would  be  nice  if  members  of  the  group,  par- 
ticularly the  deafblind  and  multi-sensory  impaired 
members  could  have  the  opportunity  (if  they  wanted) 
to  have  the  'floor'  and  tell  the  group  any  of  their  im- 
portant news. 

At  the  last  meeting,  three  spoke  out  telling  of  a  hos- 
pitalisation and  operation,  their  tutor's  pregnancy  and 
a  car  drive  around  Brands  Hatch.  Each  topic  generated 
a  short  discussion  and  there  may  even  be  further  de- 
velopments on  Brands  Hatch.  It's  impossible  to  put  in 
writing  the  sheer  pleasure,  joy,  reward  and  sense  of  in- 
volvement clearly  evident  on  each  member's  face  when 
the  discussion  stemmed  from  something  they  had  in- 
dependently generated. 

Other  aspects  of  involvement  are  spontaneous  dur- 
ing the  meeting  in  that  the  deafblind  and  multi-senso- 
ry impaired  members  are  asked  their  opinions  or  ideas 
which  are  always  greatly  valued  and  they  have  to  take 
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their  share  of  office  work  tasks  such  as  photocopying, 
addressing  envelopes,  filing  and  mailing  correspon- 
dences. 

The  sensory  unit  support  teacher  has  also  been  very 
supportive  in  following  some  topics  in  the  class  room 
environment  thus  giving  the  dual  help  of  real  life  skills 
and  social  topics  of  interest  to  them.  An  example  of  this 
was  the  design  of  the  logo  for  the  branch.  Reading,  writ- 
ing, drawing,  preparing  and  discussing  things  they  have 
a  vested  interest  in,  is  of  great  value  in  all  aspects  of  their 
well  being. 

I  am  sure  other  groups  have  ways  of  involving  all 
members  and  we  would  love  to  hear  of  them  as  we  are 
certainly  always  open  to  new  ideas  and  as  a  group  will 
try  anything.  Our  youngest  member,  who  is  deaf,  is  very 
vocal  and  'up  front'  if  something  doesn't  work.  Her  at- 
titude is  so  helpful  and  refreshing  because  it  puts  us  all 
in  our  place  and  gives  us  tremendously  important  feed- 
back. 

Joyce  Frampton 
Chair,  South  Coast  Branch 


Symbols  used  on  agenda 


Branch  Profile 

Name:  Sense  Northern  Ireland 

When  was  the  Branch  formed:  1985,  we  have  been 
around  a  long  time  or  so  it  seems. 

What  area  does  the  Branch  cover:  Northern  Ireland  at 
the  moment. 

Who  is  it  for:  Initially  for  children  and  parents  who  fall 
under  the  umbrella  of  Sense,  but  we  offer  help  and  sup- 
port to  anyone  who  asks. 

Outline  the  purpose  of  the  Branch:  Support  of  parents 
and  children  and  to  promote  Sense  within  Northern 
Ireland. 

What  would  you  like  to  see  the  Branch  doing  this 

year:  Involving  more  parents,  especially  new  families. 
Some  folk  don't  want  to  get  involved  at  Branch  level 
so  we  need  to  arrive  at  some  compromise. 

How  do  you  stay  in  touch  with  the  Branch's  members: 

We  are  a  very  sociable  lot.  We  usually  meet  once  a 
month  for  a  meal  and  chat.  If  anything  crops  up  be- 
tv/ff-n  times  I  telephone  or  correspond  by  post. 


Name  three  vital  ingredients  that  make  up  the  Branch: 

Friendship,  support  and  understanding. 

What  one  thing  would  improve  the  running  of  the 
Branch:  A  clearer  understanding  of  the  aims  and  ob- 
jectives of  Sense  between  staff  and  parents /carers  in 
order  to  avoid  a  conflict  of  interests. 

Most  memorable  Branch  moment:  Opening  of  our  res 
idential  and  day  services  by  our  patron.  This  was  a 
dream  over  many  years  and  it  was  just  wonderful  to 
see  everything  fall  into  place. 

Most  embarrassing  Branch  moment:  Rather  not  say! 

What  would  you  like  to  see  Sense  do  that  it  does  not 
do  already:  Not  to  forget  how  the  formation  of  Sense 
originally  came  about.  To  project  a  more  balanced  and 
humane  approach  to  parents /carers  rather  than  the 
business  like  manner  which  unfortunately  charities  are 
forced  to  adopt  in  this  so  called  'service  provider'  era. 
Perhaps  this  is  a  little  unfair  in  view  of  so  many  changes 
taking  place? 

What  would  you  most  likely  hear  said  at  a  Branch 
meeting:  "When  is  our  next  night  out!  I'll  have  a  well 
done  sirloin  please"  -  I  am  being  rather  flippant,  we 
do  have  a  serious  side  as  well. 
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A  Question  of  Medical  Consent 

I  would  like  to  know  of  people's  experiences  as  to  who 
is  responsible  for  giving  consent  to  a  young  deafblind 
person  (over  18)  to  have  an  examination  or  operation 
under  a  general  anaesthetic.  If  this  is  the  responsibil- 
ity of  the  parents,  what  happens  in  an  emergency  if  they 
cannot  be  contacted?  -  Peggy  Freeman 

The  issue  of  consent  is  a      only  be  signed  by  the  pa- 


complex  one,  but  lies  at  the 
heart  of  Peggy's  question. 
Sense  has  a  policy  that  ap- 
plies to  the  organisation's 
residential  services  enti- 
tled "Consent  to  Medical 
Treatment  of  an  Adult 
Service  User".  This  docu- 
ment and  the  background 
information  that  supports 
it,  has  been  used  in  an  at- 
tempt to  answer  the  ques- 
tion. 

All  medical  treatment 
must  be  given  with  the 
consent  of  the  patient  (or 
in  the  case  of  children  with 
the  consent  of  the  patient's 
parent  or  guardian).  In 
rare  circumstances  a  court 
can  make  a  declaration 
about  medical  treatment. 

For  adults  (a  person  over 
the  age  of  18)  this  means 
that  they  themselves  must 
consent  to  medical  treat- 
ment or  such  treatment 
would  be  an  assault  to  the 
person. 

Consent  relates  to  the 
specific  treatment  pro- 
posed, patients  should  be 
given  sufficient  informa- 
tion that  explains  the  treat- 
ment and  the  broad  con- 
sequences of  it.  Consent 
should  be  obtained  with- 
out putting  pressure  on 
the  patient.  It  does  not 
have  to  be  written,  it  can  be 
verbal  and  can  be  implied. 
Holding  out  an  arm  to 
allow  an  injection  would 
imply  consent  to  treat- 
ment. 

For  serious  treatments 
such  as  surgical  opera- 
tions, many  hospitals  have 
consent  forms  which  can 


tient  and  not  by  relatives, 
friends  or  carers  on  the  pa- 
tient's behalf. 

Some  adults  do  not  have 
the  capacity  to  consent  to 
treatment.  Any  adult  may 
be  temporarily  'incompe- 
tent', for  example  they 
may  be  unconscious  and 
unable  to  give  consent. 
The  law  would  allow  treat- 
ment in  cases  of  urgent  ne- 
cessity which  generally 
covers  treatment  to  ad- 
dress life-threatening  con- 
ditions. 

However,  most  deaf- 
blind  people  require  treat- 
ment which  has  a  short  or 
long  term  effect  on  their 
health,  but  which  is  not  al- 
ways addressing  a  life- 
threatening  condition. 
Where  the  person  cannot 
understand  the  nature  of 
an  operation  or  anaesthet- 
ic, there  is  no  authority  in 
law  for  a  relative  or  the  re- 
sponsible authority  to  give 
consent  on  an  adult's  be- 
half. 

Instead  if  the  judgement 
is  made  that  the  patient 
lacks  the  capacity  to  con- 
sent, the  doctor  is  able  to 
treat  the  patient  if  the  doc- 
tor thinks  it  is  in  the  pa- 
tient's best  interest.  This 
principle  was  decided  in 
the  case  of  F.-v-.  The  West 
Berkshire  Health  Auth- 
ority in  the  House  of  Lords 
in  1989. 

The  decision  about  l^est 
interests'  must  be  made  by 
the  treating  doctor  in  con- 
sultation with  others. 

The  doctor  must  also 
decide  whether  the  pa- 


tient has  the  capacity  to 
consent  to  treatment.  They 
must  explain  the  treat- 
ment and  its  consequences 
in  broad  terms  and  decide 
whether  the  patient  un- 
derstands and  can  give 
consent.  A  learning  dis- 
ability will  not  necessarily 
mean  that  the  person  is  in- 
capable of  consenting  to 
medical  treatment. 

A  judgement  about  ca- 
pacity must  be  obtained 
each  time  a  decision  about 
treatment  is  needed. 
Capacity  to  consent  will 
depend  on  the  individual 
circumstances  of  each 
treatment,  its  complexity 
and  the  patient's  ability  to 
understand  the  specific 
proposal.  It  must  be  re- 
viewed frequently  and  it  is 
good  practice  for  doctors 
to  seek  the  advice  of  par- 
ents, carers,  teachers,  so- 
cial workers  etc.  who  have 
a  knowledge  of  the  pa- 
tient. 

Treatment  includes  any 
medical  treatment,  which 
can  be  dental  care,  a  course 
of  medication  or  major 
surgery. 

For  children  under  16, 
consent  to  treatment  will 
usually  be  given  by  a  par- 
ent, legal  guardian  or 
those  acting  'in  loco  par- 
entis' and  in  some  cases  by 
a  court,  where  the  benefit 
to  the  child  from  the  treat- 
ment outweighs  the  harm. 

It  is  possible  for  those 
under  16  to  consent  to 
treatment  themselves  if 
the  treating  doctor  thinks 
the  child  is  mature  enough 
to  understand. 

Those  between  the  ages 
of  16  and  18  are  deemed 
capable  of  consenting  to 
medical  treatment  but  a  re- 
cent case  in  the  high  court 
(1993)  decided  that  if  a 
person  between  the  ages  of 
16  and  18  was  refusing 


consent  to  treatment,  they 
could  be  overridden  by  the 
parent  or  legal  guardian. 

What  Sense  staff 
will  do  concerning 
residents  in  Sense 
homes? 

It  might  be  that  medical 
staff  refuse  to  give  treat- 
ment without  a  consent 
signature,  even  after  they 
have  been  reminded  of 
their  responsibilities,  as 
detailed  above.  If  so,  Sense 
staff  are  able  to  sign  a  con- 
sent form  after  consulta- 
tion with  a  senior  manag- 
er if  it  is  the  only  way  the 
doctor  will  carry  out  treat- 
ment that  is  in  the  best  in- 
terests of  the  deafblind 
person.  When  this  situa- 
tion arises  as  has  been 
happening  all  too  fre- 
quently, Sense  complains 
to  the  Health  Trust  so  that 
their  procedures  are  up- 
dated. 

The  whole  area  of  deci- 
sion making  on  behalf  of 
adults  who  are  deemed  to 
be  mentally  incapacitated 
has  been  under  review  by 
the  law  commission  for 
many  years  and  a  number 
of  consultative  documents 
have  been  produced  and 
responded  to  by  Sense. 
We  will  continue  to  argue 
for  improvements  in  this 
area. 

I  hope  this  answers 
Peggy's  question  to  some 
degree  but  of  course  it 
can't  in  full  as  she  was  ask- 
ing for  personal  experi- 
ences of  this  situation,  so  if 
you  have  had  to  deal  with 
issues  of  consent  why 
don't  you  write  to 
Newsleaf  and  share  your 
experiences  with  others. 
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Information  has  been  requested  from  a  parent  from 
Leicestershire,  on  the  next  steps  following  the  decision 
taken  by  the  Law  Lords  about  the  Gloucestershire 
Council  being  able  to  withdraw  services  if  they  decide 
they  do  not  have  the  funds.  How  will  this  affect  the 
1970  Chronically  Sick  and  Disabled  Law  passed  by  the 
House  of  Commons  to  aid  disabled  people? 

Newsleaf  is  happy  to  re- 
spond and  bases  its  re- 
sponse  on   information 


Richard  Jarman,  Sense' 
Campaigns  Officer,  has  re- 
cently circulated. 

The  Gloucestershire 
Case  (formally  known  as 
R  v.  Gloucestershire 
County  Council,  ex  parte 
Barry  (HL)  20  March  1997) 
has  application  in 
England  and  Wales,  par- 
allel application  in 
Northern  Ireland  and 
what  is  called  'persuasive 
authority'  in  Scotland. 

In  short  the  ruling  by  the 
House  of  Lords  means 
that  a  Local  Authority  is 
now  entitled  to  take  re- 
sources into  account  when 
deciding  on  the  arrange- 
ments necessary  (e.g.  ser- 
vices needed)  to  meet  the 
needs  of  a  person  to 
whom  the  Chronically 
Sick  and  Disabled  Persons 
Act  1970  applies.  Having 
decided  upon  which 
arrangements  are  neces- 
sary a  shortage  of  re- 
sources would  not  excuse 
failure  to  make  the 
arrangements. 

So  if  a  local  authority 
can  keep  an  eye  on  re- 
sources when  deciding 
how  to  meet  a  need  then 
they  are  unlikely  to  agree 
to  services  that  they  know 
they  cannot  afford,  and 
similarly  will  'satisfy  it- 
self about  those  arrange- 
ments it  knows  it  can  pro- 
vide within  budget. 

The  Lords  said  that  the 
right  under  the  1970  Act 
was  a  right  for  a  person  to 
have  arrangements  made 


which  the  local  authority 
felt  were  needed  to  meet 
that  person's  needs.  If  the 
authority  assesses  the  in- 
dividual as  having  a  need, 
they  are  under  a  duty  to 
meet  that  need,  if  they  are 
satisfied  that  it  is  neces- 
sary to  do  so. 

It  is  not  clear  what  the 
local  authority  can  take 
into  account  in  deciding 
whether  it  is  'necessary7  to 
arrange  services.  One 
Lord  suggested  it  would 
not  be  necessary  if  there 
were  relatives  willing  to 
help. 

Local  Authorities  still 
have  to  assess  an  individ- 
ual and  make  individual 
decisions  about  service 
provision. 

Although  this  case  con- 
cerned services  under  the 
Chronically  Sick  and 
Disabled  Persons  Act  1970 
(Home  Help  services  etc.), 
it  is  likely  the  decision  will 
also  affect  services  under 
the  NHS  and  Community 
Care  Act  1990  (e.g. 
Residential  services). 

I  can  already  feel  us  get- 
ting bogged  down  with 
some  legal  'satisfied  itself 
that..'  'what  is  necessary7 
etc.,  so  perhaps  a  few  ex- 
amples  that  Richard 
Jarman  has  suggested, 
would  be  useful: 

Jane  is  21  years  old,  is 
deafblind  and  has  a  learn- 
ing disability.  She  lives  at 
home  with  her  mother, 
Mrs  Smith.  Mrs  Smith  ap- 
proaches Blankshire 
County  Council  to  assess 
Jane  for  a  home  help  2 
days  a  week  and  the  use  of 


a  local  authority  bus  ser- 
vice 5  days  a  week  to 
transport  Jane  to  her  day 
sendee.  Blankshire  assess- 
es Jane. 

•  Looking  at  its  re- 
sources, Blankshire  re- 
alises that  it  can  only  af- 
ford a  home  help  1  day 
a  week  and  a  bus  ser- 
vice if  they  charge  Jane 
£10  a  week.  Blankshire 
is  satisfied  that  these 
services  meet  Jane's 
needs.  In  coming  to  this 
decision,  Blankshire 
has  acted  fairly,  ratio- 
nally and  therefore 
lawfully. 

•  Blankshire  satisfies  it- 
self that  a  bus  service 
would  meet  Jane's 
needs.  However  be- 
cause Blankshire  can- 
not afford  a  home  help 
service  (which  they 
argue  is  not  necessary 
to  provide  since  Mrs 
Smith  is  willing  to  help 
Jane)  it  satisfies  itself 
that  the  services  it  can 
offer  do  meet  Jane's 
needs.  Again  they  have 
acted  fairly,  rationally 
and  very  probably  law- 
fully. It  would  cost 
time,  anxiety  and 
money  to  challenge. 

•  If,  however  Blankshire 
satisfied  itself  that  a 
home  help  2  days  a 
week  and  a  bus  service 
5  days  a  week  without 
contribution  met  Jane's 
needs,  and  then  it  later 
cuts  these  services  be- 
cause of  a  lack  of  re- 
sources -  this  would  be 
unlawful. 

What  is  Sense  doing? 

Sense  will  continue  to  put 
its  concerns  to  key  deci- 
sion makers  through  the 
Community  Care 

Alliance,  Action  19+  and 
the  Disability  Daily  con- 


sortia. Sense  is  also  work- 
ing and  participating  in 
events  organised  by  the 
Public  Law  Project  and  the 
Legal  Action  Group. 

Sense  will  also  be 
putting  its  concerns  in 
writing  to  the  new  com- 
munity care  minister. 
However,  a  request  for 
more  resources  for  com- 
munity care  is  unlikely  to 
succeed,  so  we  therefore 
need  to  be  receptive  to  in- 
novative solutions  to  the 
way  community  care  is 
funded  and  provided. 
With  this  in  mind,  Sense 
will  be  forming  a  public 
policy  on  the  conse- 
quences of  the  Gloucester- 
shire decision  for  deaf- 
blind  people. 

Newsleaf  readers'  views 
and  comments  are  wel- 
come. Please  write  to 
Richard  Jarman  at  Sense 
Head  Office. 

Responses  to 
previous  articles 

In  the  previous  issue 
some  families  wrote  in 
with  experiences  of  deal- 
ing with  local  councils. 
David  Clowes  continues 
the  series  with  the 
thoughts  below. 

Local  Councils 

We  went  to  a  Complaints 
procedure  asking  why 
Cara  was  not  covered  by 
the  Council's  leaflet  cov- 
ering guidelines  for 
Deafblind  people  in 
Leicestershire.  They  did 
not  know  that  they  had 
published  this  leaflet.  The 
complaint  was  upheld  but 
as  yet  nothing  has  hap- 
pened. 
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Hi!  My  name  is  Jasmin  Richards,  I'm  23 
years  old  and  partially  deafblind. 

I'm  very  happy  attending  a  sensory  unit  at  Firstfields 
in  Hailsham  3  days  a  week  with  my  tutor,  Jo  Sweeting 
and  friends,  Alan  and  Claire. 

In  my  free  time  I  like  going  to  a  youth  club,  cinema, 
discos,  swimming,  shopping  and  to  church. 

This  season  I'm  going  with  my  brother  Simon,  who 
is  a  Stage-Rally  champion  and  helping  with  his  service 
crew. 

In  the  summertime,  I'm  spending  some  time  with  my 
friends,  working  in  a  hotel  for  the  day  and  going  on  a 
caravan  holiday  with  my  family. 

I  would  love  someone  to  help  teach  me  to  play  a  mu- 
sical instrument,  as  I  go  to  many  concerts  and  like  clas- 
sical music. 

From  Nicola  James'  Family 

Nicola,  now  19,  has  been  accepted  by  County  Care  Kent. 
Nicola  will  be  the  12th  19-25  year  old  there.  The  house, 
grounds  and  locality  are  beautiful.  The  attitude  of  the 
staff  we've  met  so  far  is  very,  very  encouraging. 
Although  Nicola  has  severe  behaviour,  the  carers  in  her 
last  school,  Overly  Hall  in  Shropshire,  were  all  very  sad 
to  see  Nicola  leave.  They  feel  their  lives  will  be  empty 
without  Nicola.  I  cried  with  them  because  I  couldn't 
doubt  their  sincerity.  It  is  so  reassuring  to  know  people 
do  care  -  even  for  youngsters  who  have  such  bad  mo- 
ments. 

Martin  and  I  would  like  everyone  to  know  that  we 
have  learnt  if  you  love  your  child,  try  your  best  and  fight 
for  them,  you  will  be  rewarded  as  we  are,  because  even- 
tually your  child  will  overcome  the  hurdles. 

Always  take  a  banana 

We  have  to  think  of  Nicholas  as  our  chaos  principle.  We 
all  know  that  life  is  an  uncertain  business  and  much  of 
it,  is  spent  containing  chaos,  making  lif  e  predictable 
and  manageable. 

Enter  Nicholas.  Nicholas  can  turn  the  most  un- 
eventful event  into  a  side-show.  The  hand  that 
grabs  the  apple  in  the  supermarket  is  swifter  than  the 
eye.  It  takes  micro-seconds  to  lift  goodies  from  some- 
one else's  trolley  food  from  someone  else's  plate  or 
drinks  from  across  the  table,  scattering  utensils,  salt  and 
pepper,  ketchup  and  napkins  in  the  process. 

All  these  can  be  anticipated,  if  not  precisely  predict- 
ed, as  can  the  odd  behaviours  -  the  buzzing  which 
means  'I'm  cold'  (highly  appropriate!)  or  'I'm  bored';  the 
jogging  on  the  spot  that  mean  'I'm  happy';  the  'geeurgh' 
(roughly  rendered)  which  means  'this  is  good'. 

On  top  of  this,  there  are  surprises  from  Nicholas.  Who 
would  have  imagined  that  you  could  bite  through  the 
television  zapper,  batteries  and  all,  with  bloody  conse- 
quences? And  there  are  surprises  from  his  public.  You 
are  never  a  private  person  when  out  and  about  with 


Nicholas.  He  has  been  faith-healed  in  our  local  shop- 
ping centre,  in  Spain,  people  would  cross  the  road  and 
demand  to  know  what  was  wrong  with  him  and  then 
tell  you  about  misfortunes  in  their  family  while  in 
Uruguay,  people  were  fascinated  by  his  buggy  and  his 
post-aural-aids-fitted  into  glasses  apparatus. 

I  drop  these  names  because  it  is  the  time  of  year  for 
thinking  about  holidays  and  holidays  means  taking 
risks.  Not  only  do  you  have  to  take  account  of  normal 
levels  of  chaos,  you  may  have  to  abandon  all  those  care- 
fully crafted  systems  for  minimising  chaos  and  the  risk 
of  chaos  you  have  built  into  your  lives.  Holidays  scare 
me  rigid. 

Even  supposing  that  you  plan  the  last  detail,  which  I 
do,  things  go  wrong  on  holidays.  They  go  wrong  for 
everybody  but  the  consequences  of  those  of  us  with  a 
'Nicholas'  are  heart  stopping.  On  that  visit  to  Spain  we 
travelled  by  boat  to  Santander  in  the  North,  to  cut  out 
a  lot  of  the  driving.  That  was  the  year  that  the  Spanish 
fisherman  blockaded  the  ports.  Our  boat  showed  us  the 
blockade  for  ten  minutes  and  turned  round  to  make  sure 
it  kept  to  it  schedule,  depositing  us  in  Roscoff  in  North 
West  Brittany.  If  you  were  aiming  for  the  North  West  tip 
of  Spain  you  would  not  start  from  Roscoff.  We  covered 
1200  miles  in  two  days.  Fortunately  the  Spanish  land- 
lord of  our  cottage  had  heard  about  the  problems  and 
was  up  at  midnight  to  welcome  us  so  the  risk  turned 
out  to  be  more  than  worth  it. 

The  journey  to  Urugauy  should  have  taken  24  hours 


but  there  was  a  problem  with  the  plane,  and  hence  with 
the  departure  and  the  various  connections,  it  was  a  three 
day  nightmare. 

The  kids  were  brilliant  both  times,  both  of  them.  But 
I  was  grateful  for  those  little  pre-packed  bunches  of  nu- 
trition. Always  take  a  banana  -  you  never  know  when 
you  will  need  it. 

Dinah  Thompson 
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INFORMATION 


Equipment  exchange    Benefits 


On  many  occasions  dur- 
ing conversations  with 
families  I  hear  that  they 
have  equipment  and  toys 
that  are  no  longer  appro- 
priate which  gather  dust 
in  attics  or  back  rooms. 
They  are  sure  that  others 
could  benefit  from  them, 
especially  as  the  cost  of 
new  equipment  and  toys 
can  be  so  expensive. 

I  have  always  thought 
that  it  shouldn't  be  too 
hard  to  organise  the  ex- 
change of  these  items,  but 
somehow  it  has  never 
happened.  Perhaps  News- 
leaf  holds  the  key. 

If  you  have  some  equip- 
ment or  toys  that  you  no 
longer  need,  why  don't 
you    send    details    to 


Newsleaf,  including:  what 
the  equipment/toy  is, 
ages  it  is  appropriate  for, 
the  condition  it  is  in,  the 
size  it  is,  how  old  it  is, 
where  it  is,  a  contact  point 
and  whether  or  not  you 
would  expect  to  sell  or 
give  it  away. 

Similarly  if  you  have  a 
request  for  a  toy  or  equip- 
ment that  you  need  why 
don't  you  send  it  in  and  I 
will  publish  it  in 
Newsleaf.  Details  needed 
are  what  you  need,  who  it 
is  for,  where  you  are  and 
a  contact  point. 

Send  offers  and  requests 
to: 

Newsleaf  -  Equipment 
Exchange,  11-13  Clifton 
Terrace,  London  N4  3SR. 


Communicating  choices 

-  A  one  day  conference  for  professionals, 
support  staff,  carers  and  parents:  Monday 
16  June 


The  Signalong  Group, 
who  are  based  at  the 
Communication  and 
Language  Centre  in  All 
Saints  Hospital,  Chatham, 
Kent,  are  organising  this 
conference  which  will  be 
an  opportunity  to  discuss 
issues  around  the  ques- 
tion of  empowering  chil- 
dren and  adults  with 
learning   disabilities   to 


make  and  express  their 
own  choices. 

There  will  be  a  morning 
plenary  session  and  after- 
noon workshops.  The  con- 
ference will  cost  £45  or  £30 
for  families  and  people 
with  learning  disabilities. 

If  you  would  like  any 
more  information  please 
contact  the  Signalong 
Group  on  01634  819915. 


Thought  for  the  day 

0-      When  does  a  child  reach 

adulthood  -  16?  17?  18?  or  19? 

A.      It  all  depends  on  who  thought 
they  would  have  to  pay  for 
adult  services 

Sent  in  by  a  family 


Disability  Rights  Handbook 

The  22nd  Edition  of  the      and  benefit  topics. 


Disability  Rights  Hand- 
book (April  '97-  April  '98) 
is  out.  It  contains  up  to 
date  information  on  bene- 
fits throughout  the  year. 
You  can  also  receive  a 
magazine  that  contains 
lively  and  informative  ar- 
ticles on  current  disability 


The  price  for  the  hand- 
book and  three  issues  of 
the  magazine  is  £15.50. 
For  more  information, 
please  contact  Disability 
Alliance,  Universal 
House,  88-94  Wentworth 
Street,  London  El  7SA, 
Tel:  0171-247  8776. 


London  Zoo 


London  Zoo  are  planning 
a  'special  children's  day' 
on  Saturday  14th  June.  It 
will  be  a  fun  day  for  chil- 
dren with  special  needs 
and  their  families  with 
hundreds  of  animals  to 
see,  the  chance  to  meet 
and  touch  them,  animal 
rides,  face  painting,  badge 


making  and  with  sign  lan- 
guage interpreters  at  all 
keepers  talks  and  presen- 
tations. 

For  more  information, 
contact  the  Education 
Department  at  London's 
Zoo,  Regent's  Park, 
London  NW1  4RY. 


Trouble  accessing 
insurance? 


Perhaps  the  Standard 
Life's  'Special  Needs'  Unit 
can  help.  They  provide  in- 
formation on  their  ser- 
vices in  audio  tape,  large 
print,  Braille  and  have  a 


minicom.  Contact  them 
on  PO  Box  141, 
Edinburgh,  EH3  5RG, 
Voice  0131  245  0099,  Text 
0131  245  0077. 
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Letterbox  Library 

The  Letterbox  Library  is  a  children's  bookclub  specialising 
in  multicultural  and  anti-sexist  books.  Its  1997  catalogue  fea- 
tures a  range  of  books  about  disabled  children  and  adults  de- 
signed to  encourage  children  to  think  about  situations  they 
may  meet  in  life. 

For  further  information  and  a  list  of  titles  contact  The 
Letterbox  Library  at:  2nd  Floor,  Leroy  House,  436  Essex  Road, 
London  N13QP.  Tel:  0171-226  1633. 

Audio  described  performances 

The  Theatre  Royal  at  York  will  be  holding  audio  performances 
of  three  of  the  shows  from  it's  new  summer  season  includ- 
ing works  by  popular  authors  George  Elliot,  Alan  Bennett  and 
the  much  loved  'Kes'  by  Barry  Hines.  For  further  informa- 
tion contact  the  theatre  on  Tel:  01904  658162,  Fax:  01904  611534. 

New  video 

'Incidental  Music'  is  a  video  on  a  pioneering  new  approach 
to  educating  children  with  special  needs,  based  on  recent  re- 
search. Accompanied  by  an  illustrated  booklet,  the  video  is 
designed  for  therapists,  teachers  and  carers.  Priced  £25.00  it's 
available  from  The  Sound  Beam  Project,  463  Earlham  Road, 
Norwich  NR4  7HL. 

National  Blind  Children's  Society 

The  National  Blind  Children's  Society  offers  support  for  chil- 
dren between  the  ages  of  0-18  who  are  visually  impaired.  To 
be  considered  for  help  either  in  the  form  of  equipment  or  with 
financial  assistance  to  participate  in  recreational  activities 
please  contact  them  for  an  application  form  on:  0800  2791  555. 

Open  days 

The  Leisure  Resource  Centre  is  run  by  Scope  in  Redditch  near 
Birmingham.  It  aims  to  encourage  and  advise  disabled  chil- 
dren and  adults  who  want  to  increase  their  leisure  opportu- 
nities. 

It  offers  information  and  advice  on  play  opportunities  and 
play  equipment  -  everything  from  hang-gliding  to  garden- 
ing! 

The  Resource  Centre  has  a  permanent  display  of  play,  sport 
and  craft  equipment  appropriate  to  the  needs  of  disabled  peo- 
ple, as  well  as  a  library  of  2000  books,  thousands  of  maga- 
zines, and  an  extensive  video  collection.  The  Centre  is  open 
Monday  to  Friday,  but  to  attract  new  visitors  we  are  holding 
a  series  of  Open  Days  throughout  1997. 

Open  Days  will  include  demonstrations  and  participation 
in  a  range  of  activities,  adapted  games,  music  and  art. 

Open  Days  will  be  on: 

Saturday  14th  June 

Thursday  10th  July 

Tuesday  16th  September 

Saturday  11th  October 

Wednesday  12th  November 

Tuesday  2nd  December 

For  further  details  please  contact: 

Nick  Lee  or  Lesley  Butcher,  Scope  Leisure  Resource 
Centre,  Shapland  House,  Clews  Road,  Oakenshaw,  Redditch 
B98  7ST.  Tel:  01527  550909.  Fax:  01527  550808 

Benefits  Agency  directory 

The  Benefits  Agency  has  produced  a  national  fax  and  text- 
phone  directory  of  its  offices  throught  the  country. 

It  includes  a  list  of  useful  numbers  like  the  Benefits  enquiry 
line,  Disability  living  allowance  helpline  and  other  enquiry 
services.  Contact  your  local  Benefits  Agency  for  a  copy. 


Letter 

Dear  Friends! 

I  would  like  to  thank  you  for  the  time  I  spent  at  your  Sense 
conference  in  Birmingham;  the  Weekend  Away,  Sept- 
ember 14-15  1996.  I  really  enjoyed  meeting  some  of  you. 
I  have  read  your  newsletter,  and  I  found  an  article  about 
the  Weekend  Away,  which  was  very  interesting.  But  I 
would  like  to  tell  you  that  I  am  not  from  Finland,  I'm  from 
Denmark.  My  fiance  on  the  other  hand  is  from  Finland. 
I  have  had  a  letter  from  Mary,  which  enclosed  two  let- 
ters from  you,  thank  you  so  much  for  your  nice  letters! 
I  hope  we  will  meet  again  some  time.  You  are  always 
welcome  to  visit  us  here  in  Sweden. 

Yours  very  sincerely, 
Jane  Eriksen 


New  training  video  for  retail  and 
service  staff 

A  new  training  video  has  been  launched  by  Hearing  Concern 
called  'Educating  Peter'. 

The  film  teaches  some  of  the  basic  skills  that  staff  can  use 
to  communicate  effectively  with  deaf  and  hard  of  hearing  cus- 
tomers The  20  minute  film  is  available  to  buy  as  a  stand  alone 
training  resource,  or  as  part  of  a  wider  training  package. 
Copies  of  the  video  and  information  on  training  are  available 
from  Annabel  Corbalan  on  0181-740  4447,  Fax:  0181-742  9043. 

Subtitles  now  on  regional  news 

The  BBC  are  now  providing  subtitles  for  regional  news  broad- 
casts in  the  Bristol,  Leeds,  Manchester,  Birmingham  and 
Elstree  (London  South  East)  regions. 

This  service  is  available  for  the  regional  news  on  the  BBC 
at  1.30  pm,  6.30pm  and  at  9.30pm.  It  is  also  available  for  the 
tea-time  summaries  at  the  weekend.  Subtitles  will  also  become 
available  from  October  on  weekly  current  affairs  pro- 
grammes. It  should  also  become  available  to  other  regions 
later  in  the  year  or  by  the  start  of  next  year.  To  access  the  sub- 
titles check  Ceefax  PG.  888. 

Helpline  for  deafblind  people 

A  24  hour  helpline  for  deafblind  people  is  to  be  set  up  by  the 
charity  Deafblind  UK.  The  free  helpline  service  will  be  oper- 
ated by  staff  trained  in  the  field  of  deafblindness,  and  aims 
to  provide  advice  and  support  at  any  time  and  on  any  topic 
for  deafblind  people,  their  carers  and  professionals. 

Specialist  equipment  will  mean  the  service  is  available  to 
any  deafblind  person,  whatever  their  method  of  communi- 
cation. It  can  also  be  accessed  through  e-mail,  by  letter  or  in 
person.  For  more  information  call  Val  Stokes  Tel:  01733  358100, 
Fax:  01733  358356,  email:  jackie@deafblnd.demon.co.uk. 

New  Development  Officer  for 
CACDP 

The  Council  for  the  Advancement  of  Deaf  People  has  ap- 
pointed a  new  Development  Officer. 

Raymond  Hollywood,  who  is  a  deaf  sign  language  user,  will 
be  assisting  the  CACDP's  senior  Development  Officer  with 
the  ongoing  developing  and  monitoring  of  CACDP's  various 
levels  of  British  Sign  Language  examinations  and  examiner 
training  courses. 
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The  Princess  Royal 
visits  a  Sense  Shop 
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Sense's  patron,  Her  Royal 
Highness  The  Princess 
Royal  visited  the  Sense 
Shop  in  Catf  ord  on  Tuesday 
18th  February.  Although  it 
seems  like  a  long  time  ago 
now,  for  the  staff  and  volun- 
teers of  the  shop,  the  memo- 
ry of  her  visit  is  still  very 
strong.  The  royal  visit  was 
hosted  by  Jessica  Hills,  and 
began  with  the  presentation 
of  a  posy  to  The  Princess 
Royal  by  3  year  old  Jaylan 
Osman,  whose  mother  is  a 
supporter  and  customer  of 


the  shop.  Her  Royal 
Highness  was  then  present- 
ed to  each  member  of  Sense 
Trading,  the  shop's  staff  and 
volunteers,  after  which  she 
was  shown  around  the  shop 
and  sorting  area.  Before  de- 
parting the  Princess  took  the 
time  to  chat  to  various  mem- 
bers of  the  large  crowd  wait- 
ing patiently  outside,  many 
of  whom  are  regular  cus- 
tomers of  our  shop,  and  gra- 
ciously accepted  gifts  of 
flowers  from  the  children  in 
the  crowd. 


The  Princess  chats  to  shoppers  at  Catford 


New  openings 

Two  new  Sense  shops  have 
have  just  been  put  on  the 
map.  The  Holloway  shop  in 
.North  I^ondon  opened  on 
May  9  and  Hailsham,  East 
Susw  is  to  open  soon.  Both 
shops  are  rather  special  in 
that  they  have  especially 
strong  link-,  with  Sense.  The 
Holloway  shop  is  no  more 
than  a   mile  from  Sense's 


Finsbury  Park  Office  -  so 
there  can  be  no  excuses  for 
staff  donating  to  other  char- 
ity shops.  The  Hailsham 
shop  is  located  right  in  the 
centre  of  activities  for  the 
Sense  South  Coast  Branch, 
and  it  is  hoped  that  a  strong 
link  can  be  forged  between 
the  branch  &  shop. 


The  Princess  meets  staff  at  Catford 


Ten  Years  of  Sense 
Charity  Shops 


Yes  -  it  was  10  years  ago  that 
Sense  embarked  on  -  as  it 
was  called  then,  a  Shops 
Developmental  Programme. 
By  the  end  of  this  year,  there 
will  be  42  shops  in  England 
and  5  shops  in  Scotland  trad- 
ing! 

After  the  pilot  shop  locat- 
ed in  Petts  Wood,  Kent 
proved  to  be  a  huge  success, 
it  was  decided  to  open  more 
shops  each  year.  In  1987  the 
second  and  third  shops  were 
opened,  namely  Stamford 
and  Peterborough,  both 
shops  are  located  near  Sense 
East.  A  steady  procession  of 
new  shops  opened  their 
doors  for  the  first  time  over 
the  ensuing  years,  while  at 
the  same  time  the  manage- 


Our  first  shop  opening 


ment  of  the  trading  opera- 
tion grew  in  size.  Sense 
Trading  is  now  a  large  retail 
operation  with  over  110 
salaried  staff,  600  volunteers 
and  a  team  of  60  self  em- 
ployed collectors,  there  are 
regional  warehouses  and  of- 
fices, and  shops  are  located 
throughout  the  country  from 
Glasgow  to  the  South  Coast. 
As  a  result,  Sense  shops  now 
contribute  more  charitable 
income  to  Sense  than  any 
other  source,  and  the  trading 
operation  is  consistently  list- 
ed as  being  one  of  the  top 
charity  retailers  in  the  coun- 
try in  terms  of  sales  and  prof- 
it. Here's  to  the  next  ten 
years!! 
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FUNDRAISING 


's  magnificent  marathon 


Few  things  can  be  more  demoralising  than  having  a  mile 
to  go  of  the  London  Marathon  and  being  overtaken  by  a  rhi- 
noceros. I  was  also  overtaken  by  a  man  with  one  leg,  about 
seventeen  Noddys  and  a  68  year  old  Spice  Girl!  Had  Rodney 
Clark  and  Dave  Harker  gone  past  I  would  have  walked 
home  and  never  shown  my  face  again.  Fortunately  they  did 
not  and  I  went  on  to  complete  the  26.2  miles  before  it  went 
dark. 


When  I  took  on  this  ridicu- 
lous challenge,  others  who 
had  done  it  said  that  the  ex- 
hilaration on  crossing  the 
finishing  line  made  it  all 
worthwhile.  On  crossing  the 
finishing  line  I  fell  over,  tried 
not  to  vomit,  crawled  along 
the  road  and  spent  20  min- 
utes trying  to  stand  up.  The 
last  thing  on  my  mind  was 
that  the  hours  and  hours  of 
training  had  been  worth- 
while. Indeed,  it  did  not  start 
to  seem  worthwhile  until  I 
realised  that  Rodney  might 
give  me  a  morning  off  work 
to  recover. 

The  worst  point  was  un- 
doubtedly when  someone  in 
the  crowd  shouted  "Come 
on  you  in  the  Sense  shirt, 
you're  two  thirds  of  the  way" 
as  all  it  did  was  remind  me 


that  I  had  run  18  miles  and  I 
still  had  another  8  to  go.  I 
kept  going  because  of  the 
thought  of  the  pleasure  my 
friends  and  colleagues 
would  have  if  I  gave  up  (and 
also,  obviously,  because  of  all 
the  good  causes  my  spon- 
sorship will  go  to!). 

Hopefully  a  great  day  was 
had  by  all  the  Sense  sup- 
porters who  turned  up  at 
three  different  points  to 
cheer  us  on.  They  were  fan- 
tastic and  although  I  let  them 
down  by  not  winning  I 
raised  over  £1,400  for  Sense 
and  encouraged  a  few  more 
staff  to  do  this  idiotic  thing 
next  year. 

If  you  would  like  to  run  in 
next  year's  marathon,  please 
contact  Charlotte  Davis  on 
0717  272  7774. 


Richard  Hawkes  on  the  run 


The  Sense  of  adventure  Payroll-giving  needs  your  help! 

challenge 


The  Community  Fund- 
raising  Department  is  look- 
ing to  develop  new  ways  of 
fundraising  through  indi- 
viduals and  groups  in  the 
community. 

We  have  recently  started  a 
new  appeal  to  help  the  high- 
ly successful  Sense  holiday 
programme.  It  costs  around 
£500  to  send  a  deafblind  per- 
son on  a  Sense  holiday  and 
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we  would  like  to  ask  for  help 
from  individuals  or  groups 
who  can  spare  a  bit  of  time  to 
help  a  holiday  dream  come 
true. 

We  are  looking  for  25  peo- 
ple or  groups  of  people  who 
will  hold  small  scale  events, 
such  as  jumble  sales  and  cof- 
fee mornings,  between  now 
and  the  end  of  February 
1998.  The  Challenge  is  to 
raise  £500  to  send  one  deaf- 
blind  person  on  a  holiday  of 
a  lifetime. 

How  can  you  help? 

Please  let  us  know  of  any 
groups  who  may  be  interest- 
ed in  taking  on  the  Sense  of 
Adventure  Challenge.  In  ad- 
dition, if  you  have  any  new 
ideas  for  Community 
Fundraising  we  would  love 
to  hear  from  you. 

Please  contact  Georgette 
Wright  on  (0121)  456  1564 


The  Payroll  Giving  Team  is 
looking  for  contacts  within 
companies  in  the  UK,  and 
we  need  your  help. 

Payroll  Giving  enables  in- 
dividuals to  make  tax  free 
donations  from  their  gross 
pay  to  a  charity  or  charities 
of  their  choice.  A  large  num- 
ber of  employees  have  the  fa- 
cility to  make  tax  free  dona- 
tions although  very  few  ac- 
tually know  about  it. 

Many  charities  have  bene- 
fited from  our  promotions  - 
not  just  Sense.  Payroll  Giving 

Tactile  textiles 

The  High  Wycombe  Appeal 
Committee  has  launched  a 
creative  new  fundraising 
idea  that  aims  to  raise  Sense 
over  £10,000.  The  Tactile 
Textile  Quilts'  will  be  made 
up  of  six  inch  squares  that 
have  a  tactile  as  well  as  vi- 
sual design  feature.  Lucy 
Phillips,  the  Sense  High 
Wycombe  Appeal  Comm- 
ittee Fundraiser,  would  like 
to  challenge  all  Sense  staff  to 


is  an  excellent  way  to  guar- 
antee regular  donations  to 
your  favourite  charities.  At 
present  Sense  receives  ap- 
prox.  £5,000  in  payroll  giving 
donations  every  month. 

We  want  to  promote  pay- 
roll giving  in  as  many  com- 
panies as  we  can  in  97  to 
guarantee  more  regular  do- 
nations. If  you  think  that 
your  employer  might  be 
willing  to  talk  with  us  about 
payroll  giving  please  contact 
Claire  Eason  0121  456  1564. 


make  a  square  for  the  quilts, 
and  to  promote  it  to  any 
other  potential  supporters. 

Each  entrant  will  need  to 
raise  a  minimum  of  £10  to- 
wards Sense,  further  funds 
will  be  raised  when  the  quilts 
are  auctioned  off  later  in  the 
year. 

More  information  can  be 
had  directly  from  Lucy 
Phillips,  01753  890  488. 
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LEE  BARNES 

Lee  moved  into  Broadgate  Lane  on  December  11th  1996.  He 
joined  5  other  students  in  a  "purpose  built"  bungalow  to 
accommodate  people  with  physical  disabilities  in  addition 
to  dual-senson'  impairment.  Lee's  family,  Mum  -  Karin, 
Dad  -  Tony  and  sisters,  Lindsey  and  Cheryl,  had  all  fought 
hard  to  obtain  a  placement  for  Lee  in  the  Sense  Group  home. 
As  a  result  of  a  difficult  birth 
Lee  was  severely  brain  dam- 
aged, suffering  both  phvsical 
disability  and  learning  diffi- 
culties. When  Lee  was  2 
years  old  he  visited  the 
Institute  for  the  Achieve- 
ment of  Human  Potential  in 
the  USA.  Lee  was  assessed 
and  a  programme  developed 
to  be  continued  at  home. 
Initially  the  therapv  took  up 
to  ten  hours  a  day.  Lee  slow- 
ly improved  and  was  even- 
tually able  to  walk,  with 
support. 

Lee  continued  to  take  part 
in  various  programmes  to 
help  with  his  physical  and 
mental  development.  His 
family  ensuring  the  exercis- 
es were  strictly  followed.  Lee 
took  part  in  the  Kerland  pro- 
gramme which  involved 
techniques  using  a  "basket 
chair"  and  exercises  using  a 
"ladder  rack".  These  all 
helped  to  improve  Lee's  bal- 
ance and  mobility.  The  suc- 
cess of  this  and  other  pro- 
grammes was  initially  down 
to  the  commitment  of  Lee's 
family,  then  Lee's  carers  at 
Rutland  House  School.  For 
someone  whose  prognosis  at 
an  early  age  was  so  poor, 
Lee's  progress  was  tremen- 
dous 

Lee  was  an  instantly  like- 
able young  man  who  settled 
in  well  at  Broadgate  Lane.  He 
had  a  'dirty'  chuckle,  which 
brought  a  smile  to  all  our 
faces.  His  sense  of  humour 
was  somewhat  warped  - 
finding  gruesome  horror 
films  and  people  sneezing 
funny!  Lee  was  also  one  of 
the  few  people  who  actually 
seemed  to  like  mornings;  he 
would  always  greet  us  with 
a  hearty  chuckle  in  response 
to  "Morning  Ix-e,  if  s  time  to 
get  up". 


part  in  music,  percussion, 
singing  and  outings  into  the 
community  to  local  parks, 
farms  and  pubs! 

Unfortunately  we  never 
had  the  chance  to  help  Lee 


Lee's  funeral  was  at  Castor 
Church  on  29th  March,  the 
service  marked  the  achieve- 
ments Lee  made  during  his 
life.  The  sendee  was  a  joyous 
one  of  thanks  for  Lee's  life. 


All  the  staff  at  Broadgate 
Lane  had  to  learn  how  to 
help  Lee  to  walk.  'Walking 
Lee'  was  not  only  good  for 
his  mobility  and  balance,  but 
also  helped  his  digestive  sys- 
tem. It  took  several  weeks  for 
everyone  to  be  fully  confi- 
dent at  'walking  Lee'.  The 
technique  involved  stand- 
ing behind  Lee  and  holding 
either  his  shoulders  or  waist. 
Lee  walked  by  feeling  his 
helper's  legs  and  hips  mov- 
ing behind  his. 

During  the  time  Lee  spent 
at  Broadgate  Lane  he  took 


achieve  his  full  potential. 

He  had  to  be  admitted  into 
hospital  several  times  during 
his  stay  with  us,  as  he  suf- 
fered intestinal  problems. 

And  sadly  Lee  died  on 
23th  March  1997  in 
Peterborough  District 
Hospital.  This  came  as  a 
tremendous  shock  to  all  his 
family  and  friends.  We  were 
grateful  to  Lee  for  the  plea- 
sure he  gave  us  during  his 
short  time  at  Broadgate  Lane. 
He  made  many  friends  and 
his  "chuckle"  will  always  be 
remembered  with  a  smile. 


Music  and  readings  were 
undertaken  by  his  familv. 
The  funeral  was  a  momen- 
tous occasion  and  symbol- 
ised the  love  for  Lee  by  many 
people,  it  was  an  extremelv 
moving  service. 

Lee  is  greatly  missed  by  all 
of  us.  The  memories  of  Lee 
are  happy  ones  of  great 
achievement  and  courage. 
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COURSES /CONFERENCES 


IVth  EUROPEAN 

CONFERENCE 

ON  DEAFBLINDNESS 


Spain  Welcomes  an  International 
Forum  on  Deafblindness 


Deafblindness  is  going  to  be  the  object 
of  debate  and  professional  exchange  in 
the  IVth  European  Conference  that  will 
take  place  in  Madrid  from  the  19th  to 
the  24th  July  1997. 

For  more  information  contact: 

ONCE 

Organizacion  Nacional  de  Ciegos 

C/Prado  No.  24 

28014 -Madrid 

Tel:  34-1-5894652,  34-1-5893256 


The 
Learning  Child 

A  series  of  lectures  by  Dr  Johan  van  der 
Poel,  South  Africa  and  Dr  Lilli  Nielson, 
Denmark  on  the  status  of  the  child  with 
learning  difficulties  as  an  active  partici- 
pant and  an  initiator  in  the  learning 
process  as  against  being  a  passive  recip- 
ient of  information. 

19th,  20th,  21st  September 

at 

SID-Kurtsuscenter  Svendborgskolen, 

Skarupore  Strandvej  3;  5700 

Svendborg,  Denmark 

Tel:  45  62  20  10  00 

Fax:  45  62  20  12  34 

Cost:    DDK  3.436,000 

includes  conference  fee,  meals 
and  accommodation. 


RNIB 

Training  Days 

'Tuesday  Training'  is  a  day  of  low  cost 
effective  training  for  front  line  staff. 
Each  day  cover  an  introduction  to  visu- 
al disability,  guiding  techniques  and  en- 
vironmental considerations  and  adap- 
tations for  people  with  learning  dis- 
abilities. The  days  are  a  mixture  of  the- 
ory and  practical  exercise. 

Cost:     £45.25 

Dates:  24th  June, 

23rd  September  in  London, 
2nd  September  in  Swansea, 
9th  September  in  Rhondda. 

For  more  details  contact  the 

Multiple  Disability  Training  Service  on 

0121-643  9912. 
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Sense 

Looking  to 
the  Future 

Sense  Scotland 
6th  International  Conference 

West  Park  Centre,  University  of  Dundee 

Friday  12th  -  Sunday  14th 
September  1997 


For  more  information 
Tel:  0141-221  7577 
Fax:0141-204  2797 
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REGIONAL  OFFICES 
AND  CENTRES 

Sense  Cymru 

Shand  House,  20  Newport  Road, 
Cardiff  CF21YB 
Tel/Fax:  01222-157641 
Development  Officer:  June  Hoy 

Sense  Northern  Ireland 

Resource  Centre,  Knockbracken 

Health  Care  Park,  Saintfield  Road, 

Belfast  BT8  8BH 

Tel:  01232-705858 

Fax:  01232-705688 

Divisional  Services  Manager:  Meta 

McMullin 

Sense  Scotland 

Unit  5/2,  8  Elliot  Place,  Clydeway 

Centre,  Finnieston,  Glasgow 

G3  8EP 

Tel:  0141-221  7577 

Fax:  0141-204  2797 

National  Director:  Gill  Morbey 

Sense  East 

The  Manor  House,  72  Church 
Street,  Market  Deeping, 
Peterborough  PE6  8AL 
Tel:  01778-344921 
Fax:  01778-380078 

Sense  North 

122  Westgate,  Wakefield,  WF1  1XP 

Tel:  01924-201778 

Fax:  01924-366307 

Head  of  Development:  Bob  Snow 

Sense  South  East 

Ground  Hoor,  Hanover  House, 

76  Coombe  Road,  Norbiton, 

Kingston,  Surrey  KT2  7JE 

Tel:  0181-541  1147 

Fax:0181-541  1132 

Regional  Director:  Hilary  Crowhurst 

Sense  West 

4  Church  Road,  Edgbaston, 

Birmingham,  B15  3TD 

Tel:  0121-456  1564 

Fax:0121-4521656 

Regional  Director:  Steve  Alexander 

Sense  Trading 

Unit  2,  Murray  Business  Centre, 
Murray  Road,  Orpington,  Kent 
BR5  3RE 

Tel:  01689-827030 

Head  of  Trading:  Adrian  Barker 

Sense  Finance 

122  Westgate,  Wakefield,  West 

Yorkshire  WF1  1XP 

Tel:  01924-298000 

Director  of  Finance:  Derek  Pernak 
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Sense 

The  National  Deafblind 
and  Rubella  Association 


HEAD  OFFICE 

11-13  Clifton  Terrace,  Finsbury 

Park,  London  N4  3SR 

Tel:  0171-272  7774 

Fax:  0171-272  6012 

Email:  sense.org.uk 

Chief  Executive:  Rodney  Clark 

Managing  Director:  David  Harker 

FAMILY/  EDUCATIONAL 
SUPPORT 

The  Family  Centre 

Sense  South  East 

86  Cleveland  Road,  Ealing, 

London  W13  0HE 

Tel:  0181-991  0513 

Principal:  David  Brown 

The  Birmingham  Family  Centre 

Sense  West-Midlands, 
The  Princess  Royal  Centre 
(see  details  above) 
Head  of  Centre:  Jenny  Hetcher 

The  Family  Resource  Centre 

Sense  Scotland,  15  Newark  Drive, 

Pollokshields,  Glasgow  G41  4QB 

Tel:  0141-424  3222 

Fax:  0141-424  1390 

Principle  Officer:  Linda  Annan 

Woodside  Family  Centre 

Sense  West  -  South  West,  Woodside 

Road,  Kingswood,  Bristol 

BS15  2DG 

Tel/Fax:  0117-967  0008 

Centre  Manager:  Cathie  Godfrey 

Day  Services 

Sense  Scotland,  Unit  5,  Claremont 

Centre,  39  Durham  Street,  Glasgow 

G41  IBS 

Tel:  0141-427  9741 

Fax:0141-427  9745 

Head  of  Day  Services:  Paul  Hart 

Sense  East  Educational 
Consultancy 

The  Manor  House 
(see  details  above) 

Sense  East  Outreach  Services 

8  West  Parade,  Lincoln  LN1 1JT 
Tel:  01 522-576770 
Fax:01522-576775 
Contact:  Moira  Barratt 


BRANCH 
CONTACTS 

Avon  Parents  Resource 

Derek  and  Mandie  Lewis, 

74  Pendennis  Park,  Brislington, 

Bristol  BS4  4JN 

Tel:  0117-987-7927 

East  Anglia  Branch 

Elizabeth  Royle,  The  Lanterns, 

Church  Lane,  Playford,  Ipswich, 

Suffolk  IP6  9DS 

Tel:  01473-622443 

East  Midlands  Branch 

Tracey  Good,  18  Mount  Pleasant, 

Louth,  Lines  LN11  9DR 

Tel:  01507-608364 

Essex  Branch 

Daphne  Race,  5  Glebe  Cresent, 

Broomfield,  Chelmsford  CM1  7BH 

Tel:  01245-440414 

Kent  Branch 

Sue  Turner,  Spring  Grove, 

Goudhurst  Road,  Marden, 

Tonbridge,  Kent  TN12  9NW 

Tel:  01622-831345 

Midlands  Branch 

Margaret  Beattie,  82  Hinckley  Road, 

Walsgrave,  Coventry  CV2  2EU 

Tel:  01203-616962 

Norfolk  Branch 

Anne  Fitzpatrick,  38  Pelham  Road, 

Norwich,  Norfolk  NR3  3NG 

Tel:  01603-484111 

Northern  Ireland  Branch 

Muriel  Mathers,  11  The  Coaches, 

Brown  Brae,  Croft  Road,  Holywood 

BT18  OLE 

Tel:  01232-421475 

North  West  Branch 

Brenda  Carter,  3  The  Briars, 

Eccleston,  Chorley,  Lanes  P27  5UB 

Tel:  01257-451920 

Nottingham  Branch 

Alison  Armes,  The  Willows, 

142  Main  Road,  Watnell,  Notts 

NG16  1HA 

Tel:  0115-945  8118 

Sense  Cymru  Branch 

Hazel  Benjamin,  8  Forest  View, 

Cimla,  Neath,  West  Glamorgan 

SA11  3RS 

Tel:  01639-637115 

South  Coast  Branch 

Jackie  Turner,  59  Old  Orchard  Place, 

Hailsham,  East  Sussex  BN27  3JA 

Tel:  01323-847612 

South  West  Branch 

Mary  Holman,  15a  Powderham 

Road,  Newton  Abbot,  Devon 

TQ12 1EV 

Tel:  01626-69278 

Yorkshire  Branch 

Pat  Machin,  10  Mayfield  Avenue, 

Bailiffe  Bridge,  Brighouse,  West 

Yorkshire  HD6  4EF 

Tel:  01484-718226 


In  this  issue: 


Mike  Gamble  and  Benzie  Miller 


Focus  on  education 

•  Mike  Gamble  from  Sense  East  talks  about  his  work  with 
Bernie  Miller 

•  Hertfordshire's  Intervenor  Service 

•  Funding  for  further  education 

•  Developing  the  National  Curriculum  for  deafblind  students 
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From  the  editor... 


Last  September,  Talking  Sense  ran  the  first  of  its  special  features  about 
education.  And  here  we  are  again,  at  the  beginning  of  another  academic  year, 
with  another  interesting  range  of  articles.  Education  is  central  to  most  people's 
lives.  But  we  don't  just  learn  in  formal  settings,  like  school  or  college,  but  also 
through  everyday  experiences  and  opportunities.  At  Sense,  we  work  to  ensure 
that  these  meaningful  everyday  experiences  and  opportunities  are  also 
available  to  deafblind  people.  Reaching  out  to  someone  so  that  they  can  fulfil 
their  potential  is  at  the  heart  of  the  education  programmes  that  Sense  provides 
and  fights  for. 

I  hope  this  issue  of  Talking  Sense  adds  to  the 
education  debate.  It  offers  success  stories  in  the 
shape  of  Bernie  and  Tom,  and  looks  at  the  many 
different  issues  surrounding  this  subject.  I  hope 
you  will  find  it  useful  and  stimulating. 

If  you  would  like  Talking  Sense  to  cover 
any  particular  issues  within  Education,  or 
would  like  to  feature  any  other  subjects  in 
future  editions,  please  write  to  me  at 
Sense,  11-13  Clifton  Terrace,  London, 
N4  3SR 

or  ring  me  on  0171-272  7774 
Minicom:  0171-272  9648. 

Sarah  Talbot- Williams 
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Deadline  for  the  next  issue! 

The  deadline  for  the  Christmas 
Talking  Sense  is  20  October. 
Please  send  your  articles  to 
Colin  Anderson  in  the  Sense 
Communications  Department 
at  Finsbury  Park. 
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A  SENSORY  DAY  AT  KEW 


NEWS 


Six  deafblind  pensioners 
from  Westminster  and 
Kensington,  their 
Communicator-Guides 
and  staff  from  Sense 
South  East  enjoyed  a 
splendid  day  out  to  Kew 
Gardens  on  5  August. 

The  day  trippers  were 
picked  up  from  their 
London  homes  by  minibus, 
and  after  a  tour  of  the 
sights  of  London  (well, 
that's  what  the  driver  said 
-  I'm  sure  we  weren't  lost 
really! )  arrived  at  Kew  in 
good  spirits. 
Communicator-Guides, 
Sharon  Francis  and  Sharon 
Wheeler  and  Sense  staff 
guided  the  older  people 
along  paths  of  sweet 
smelling  plants  and 


flowers,  all  with  interesting 
shapes  and  textures  to 
touch.  And  then  after  a 
leisurely  lunch  in  the  Kew 
restaurant,  the  party 
visited  the  Temperate 
House  -  one  of  Kew's 
famous  greenhouses, 
where  the  huge  tropical 
plants  offered  an  intriguing 
sensory  experience. 

Patsy  Parsons,  one  of  the 
party  said  'We  very  much 
enjoyed  our  trip  to  Kew 
with  our  Communicator- 
Guides  and  Sense  staff 
who  described  the  plants 
to  us.  Everything  was  very 
nice  -  good  company  and 
good  food'. 

The  Communicator- 
Guide  Scheme  is  run  and 
managed  by  Sense,  with 
funding  from  Westminster 


Patsy  Parsons  and  Sense  South  East  Regional  Director 
Hilary  Crowhurst  enjoy  a  stroll  at  Kew. 


and  the  Royal  Borough  of 
Kensington  and  Chelsea 
social  services. 


Colin  Anderson 

Senior  Communications 

Officer 


Our  man  in  the  East 


Many  congratulations  to 
Ges  Roulstone,  who  has 
recently  been  appointed 
Regional  Director  for 
Sense  East. 

Ges  has  worked  for 
Sense  for  a  number  of 
years  and  will  be  well 
known  to  many  of  our 
readers.  But  to  mark  his 
new  appointment,  we 


asked  him  for  a  'thumbnail 
sketch'  of  his  background. 

Ges  is  married  with  four 
children  -  two  girls  and 
two  boys.  His  degree  in 
social  policy  is  from 
Manchester  Polytechnic 
and  was  gained  in  1978.  He 
also  passed  a  social  work 
qualification  in  1987. 

From  college,  Ges  went 
on  to  work  with  people 
with  learning  and  physical 
disabilities.  His  work  took 
him  to  America  where  he 
worked  in  a  'village' 
environment 

Ges  then  went  on  to 
work  in  Aberdeenshire  as 
the  manager  of  a  new 
group  home  for  adults 
with  learning  disabilities  - 
and  in  1989  was  promoted 
to  area  manager 
responsible  for  a  wide 
range  of  projects  in  the 
area. 

A  move  in  1992  brought 
Ges  to  Sense  East  as 


Residential  Services 
Manager;  he  was  promoted 
to  Assistant  Regional 
Director  (Residential 
Services)  in  1995. 


Good  luck  in  your  new 
role,  Ges! 


£1/2  million  European  bid  successful! 

A  joint  application  from  Sense  International  and 
Sense  West  to  the  European  Union's  HORIZON 
programme  has  been  successful.  The  overall  cost  of 
the  project,  over  two  years,  is  over  £500,000;  the 
amount  from  the  EU  will  be  £262,566. 

The  project,  which  is  about  creating  employment 
opportunities  for  deafblind  people,  has  a  UK  and 
an  international  focus  -  in  Birmingham  Sense  West 
will  be  creating  a  supported  employment 
environment  for  deafblind  people  in  catering, 
crafts,  woodwork  and  horticulture.  Internationally 
Sense  International  will  be  linking  Sense  West  with 
partners  in  Italy,  Sweden,  Greece  and  Portugal  to 
develop  the  first  ever  European  guidelines  on  the 
employment  and  training  of  deafblind  people. 

For  more  information  about  this  exciting  project 
please  contact  either  Tony  Kirk  at  Sense  West  or 
Richard  Hawkes  at  Sense  International. 
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Sense  Survey  of  Multi-Sensory 
Impaired  Children  in  Northern  Ireland 


More  than  240  children 
with  Multi-Sensory 
Impairments  (MSI)  have 
been  identified  in  special 
schools  in  Northern 
Ireland,  according  to  a 
new  report  by  Sense,  the 
National  Deafblind  and 
Rubella  Association. 

The  report,  Sense  Survey 
of  School  Age  Children  with 
Multi-Sensory  Impairments 
in  Northern  Ireland  is  the 
result  of  in  depth  research 
to  investigate  the  numbers 
and  needs  of  MSI  children 


and  the  staff  who  work 
with  them. 

The  report  found  that  the 
complex  needs  of  children 
with  MSI  are,  at  present, 
not  well  met,  and  that 
there  is  a  strong  need  for 
an  appropriate  support 
service  to  provide 
information;  advise 
teachers  and  classroom 
assistants;  carry  out 
assessments;  give  training 
for  staff;  and  do  family 
visits. 

The  report  makes  a 


number  of  important 
recommendations: 

•  the  establishment  of  a 
province-wide  edu- 
cational advisory  service 
to  provide  educational 
support  services  as  a 
complement  to  the 
existing  support  services 

•  this  service  should  be 
part  funded  by  each  of 
the  five  regional 
education  boards  at  a 
very  reasonable  annual 
cost  to  each  board 

•  this  service  could  be 


provided  by  Sense. 

Lesley  Scott  Sense 
Northern  Ireland  Family 
and  Education  Advisor 
said: 

'Currently  children  with 
MSI  and  the  people  who 
work  with  them  receive  no 
statutory  support  services 
for  their  particular  needs. 
Sense  has  good  contacts 
with  special  schools  and  is 
aware  of  the  needs  of  the 
children  and  the  staff,  and 
is  well-equipped  to  meet 
those  needs.' 


Princess  Anne  visits 

Her  Royal  Highness  the  Princess  Royal  has  recently  visited  projects 
at  both  Sense  East  and  Sense  West. 


In  May,  the  Princess  Royal 
joined  residents  and  their 
families  at  a  unique  home 
in  Deeping  St  James,  which 
is  leading  the  way  in 
residential  and 
developmental  care  for 


severely  and  multiply 
disabled  people.  On  a  tour 
of  the  Special  Resource 
Project,  Her  Royal 
Highness  was  able  to  see 
the  special  facilities  such  as 
a  hydrotherapy  pool  and 


Princess  Anne  meets  ]ulie  Cox  on  her  visit  to  Coriander  Close 


specially  scented 
environments.  In  a  short 
speech,  she  acknowledged 
the  support  given  by  South 
Kesteven  District  Council, 
in  what  was  a  far-sighted 
and  imaginative 
collaboration  between  local 
government  and  the 
voluntary  sector. 

July  saw  the  Princess  at 
Sense  West  to  open  two 


homes  at  Coriander  Close, 
Northfield.  She  was  able  to 
spend  time  talking  to 
residents,  their  families 
and  staff.  A  number  of  the 
residents'  purchasing 
authorities  were  also 
represented. 

Her  Royal  Highness 
planted  a  magnolia  tree  in 
the  newly  created  sensory 
garden. 


Sense  goes  on  line! 

Sense's  new  web  site  is  now  on  line  and  can  be 
accessed  at  http;//www.sense. org.uk 

The  site,  as  well  as  giving  general  information  on 
Sense  and  deaf  blindness,  also  holds  more  in-depth 
information.  There  are  pages  on  Sense  services, 
campaigns,  Sense  International,  Usher  Syndrome  and 
much  more.  Visitors  to  the  site  also  have  the 
opportunity  to  leave  their  details. 

Any  comments  on  Sense's  web  site  would  be 
welcomed.  Please  send  to  jimk@sense.org.uk 
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Teachers'  networks  in  the 
north  of  England 


Regional  networking  for 
teachers  of  deafblind 
pupils  has  been  found  to 
offer  one  of  the  most 
effective  ways  for  staff  to 
share  experiences  and 
expertise.  Staff 
development  activities 
provided  by  the  GEST 
consortia  of  local 
authorities  brought  staff 
working  with  deafblind 
children  together,  many 
for  the  first  time.  The 
success  of  these  networks 
has  prompted  Sense  to 
encourage  the 
maintenance  of  existing 
teacher  networks  and  the 
development  of  new 
networks.  In  Summer  1997 
this  work  has  focused  on 
the  North  of  England  with 
Network  Days  for  Greater 
Manchester  and  for  the 
North  East. 

Sixty-five  staff  from  ten 
Greater  Manchester  LEAs 
came  together  for  a  day 
called  'Emerging 
Communication'  on 
Saturday  21  June.  An 
excellent  opening 
presentation  by  Marion 
McLarty  from  Strathclyde 


University  was 
complemented  by  four 
workshop  sessions  each 
examining  communication 
in  different  contexts: 
behaviour,  environment, 
mobility  and  working  with 
parents.  An  extended  lunch 
break  allowed  participants 
to  meet  exhibitors  who  had 
been  invited  to  show 
specialist  educational  and 
electronic  equipment:  these 
included  a  representative 
from  a  local  non-profit 
making  organisation 
(Grumpy  House)  which 
recycles  materials  for  use 
in  schools  and  most 
participants  left  with 
armfuls  of  freebies! 

On  the  Saturday  28  June 
(possibly  the  coldest  day  of 
the  year),  teachers  from 
across  the  North  East  of 
England  met  at  Northern 
Counties  School  for  the 
Deaf  in  Newcastle.  The 
North  East  MSI  Network 
had  been  established 
during  GEST  and  a  small 
group  of  dedicated 
teachers  had  continued  to 
meet  on  a  regular  basis 
since  1995.  This  group  had 


Marion 

McLarty  speaks 

at  Manchester 

Network  Day 


agreed  that  a  larger 
conference  day  would 
support  their  continued 
networking  and  help  them 
to  extend  the  contact  in 
this  part  of  the  country. 
This  day  focused  on 
communication  as  well  and 
included  well-received 
presentations  from  Liz 
Hodges  of  Whitefield 
School  in  London;  Mary 
Lee  and  Lindi  MacWilliam 
for  the  Royal  Blind  School, 
Edinburgh,  Tony  Heyes 
from  RNID  Poolemead  and 
Barbara  Edwards,  freelance 
play  equipment  maker.  The 
Northern  Counties  School 
for  the  Deaf  chose  this  day 
to  launch  their  new 
deafblind  advisory  service. 
Participants  unanimously 


agreed  that  it  was  an 
enjoyable  and  beneficial 
day  -  many  saying  they 
hoped  to  have  the 
opportunity  to  meet  for 
similar  events  in  the  future. 

Staff  in  both  the  North 
West  and  North  East  plan 
to  build  on  the  enthusiasm 
generated  by  these 
conference  days.  In  the 
North  East  this  means 
expanding  networking 
activities  to  include  more 
staff  and  in  Greater 
Manchester,  the  conference 
led  to  the  establishment  of 
a  new  teachers'  network 
for  the  area. 

Roisin  McEvoy,  Assistant 
Education  Officer 


Education  at  Sense  East 


September  1997  will  see 
changes  to  the  delivery  of 
the  education  service  at 
Sense  East.  The  needs  of 
the  54  students  who 
currently  attend  either  the 
Manor  House  or 
Werrington  sites  have 
been  carefully  re-assessed, 
and  September  will  see  an 
extension  to  the  education 
and  day  services  on  offer 
to  the  students. 

In  partnership  with 
tutors  from  the  local 
regional  college,  Sense  East 
will  offer  City  and  Guilds 
Word  Power  and  Number 
Power  Courses,  to  existing 


students  who  are  ready  to 
move  on  to  this  level.  We 
will  also  be  offering  the 
City  and  Guilds 
Preliminary  Cookery 
Certificate,  in  addition  to 
the  NVQ  Level  1  Catering 
Course  which  has  been 
running  for  the  last  three 
years.  With  the  exception 
of  the  NVQ  Catering 
Course,  these  courses  will 
all  be  delivered  on  the 
Market  Deeping  or 
Werrington  sites  by  Sense 
education  tutors,  but 
supported  by  college  tutors 
regarding  content  and 
assessment.  1998  will  also 


see  two  Sense  education 
tutors  become  qualified 
City  and  Guilds  internal 
assessors. 

With  all  this  excitement, 
we  are  also  developing  our 
Information  Technology 
Department,  at  Werrington. 
Two  of  our  tutors  who 
expressed  a  special  interest 
in  Information  Technology, 
have  for  some  months, 
been  totally  immersed  in 
computer  magazines  and 
enthusing  over  the  latest 
technology  via  a  college 
course,  so  that  in 
September  1997,  they  can 
offer  the  NIC  AS  Basic 


Word  Processing  Course  to 
a  number  of  our  students. 
The  Information  Tech- 
nology department  will  be 
accessible  to  many  of  our 
other  students  at  a  range  of 
levels  -  from  those  just 
becoming  familiar  with  a 
touch  screen,  to  those 
accessing  CD  ROM  and  in 
future,  the  Internet.  One  of 
our  students  who  lives  in 
our  special  resource 
bungalow,  comes  to  the 
Information  Technology 
department  three  times  a 
week  to  use  a  personal 
computer  which  she 

continual  overleaf 
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from  page  o 

activates  by  using  a  tongue 
switch  (see  page  16).  She  is 
currently  learning  to  read 
using  the  PC  and  as  she  is 
profoundly  deaf,  she  also 
uses  it  as  a  communication 
aid.  In  addition,  the 
Information  Technology 
department  will  also  offer 
a  specially  designed  touch 
tvping  Course  to  language 
impaired  deafblind 
students,  and  is  also 
researching  the  various 
communication  aids  which 
are  currently  on  the  market. 

Education  continues  for 
our  students  who  are  not 
currentlv  able  to  access  the 
above  courses,  using  the 
successful  Manor  House 
Mathematics  and  English 
curricula.  Braille  continues 
to  be  taught  with  the  use  of 
our  braille  curriculum  and 


^— 


supporting  reading 
materials,  and  both  the 
Word  Power  and  Number 
Power  Courses  will  be 
transcribed  into  braille  for 
our  more  fluent  braillists. 
A  new  development  in  the 
autumn  term  will  be  the 
introduction  of  Moon,  for 
some  students  for  whom 
braille  has  not  been 
suitable.  This  has  recently 
grown  in  popularity  and 
resources  are  now  more 
readily  available. 

Education  at  Sense  East 
continues  to  address  the 
wider  spectrum  by  offering 
day  or  half-day  language 
projects  which  take  place 
in  the  community,  including 
environment  projects,  a 
horticulture  course  at  the 
Wisbech  College  of 
Horticulture  and 


Agriculture,  as  well  as  a 
huge  variety  of  structured 
leisure  courses  which 
mainly  take  place  in  the 
community,  and  are 
delivered  by  qualified 
instructors  in  conjunction 
with  Sense  education 
tutors.  A  Mobility  Officer 
delivers  regular  mobility 
training,  while  one  of  our 
older  residents  receives 
practical  language  and 
braille  based  education  in 
her  own  home  one  day 
each  week. 

We're  looking  forward 
to  an  exciting  future  for 
staff  and  students  alike 

Exciting  new 
developments  have  also 
taken  place  recently  at  our 
special  resource  project 


with  the  opening  of  an 
interactive  multi-sensory 
room  which,  though 
compact,  offers  a  whole 
range  of  visual,  tactile  and 
auditory  equipment  which 
can  all  be  operated  by  a 
variety  of  remote  switches. 
The  education  tutors  want 
to  encourage  their  more 
physically  handicapped 
students  to  be  able  to  make 
choices,  and  to  begin  to 
understand  cause  and 
effect  by  using  the 
equipment  in  this  room. 

Everyone  is  looking 
forward  to  their  summer 
break,  and  will  hopefully 
recharge  their  batteries  in 
readiness  for  September, 
which  promises  an  exciting 
new  future  in  education  for 
staff  and  students  alike  at 
Sense  East. 


Sense  West  Education  Service  update 


Jane  Harding  writes... 

Some  readers  will  be 
familiar  with  the  staff  and 
facilities  of  the  Sense 
West  Education  Service, 
based  at  The  Princess 
Royal  Centre  in 
Birmingham,  which  has 
formed  a  key  part  of 
Sense  Midlands  deafblind 
residents'  lives  for  many 
years. 

Today's  Education 
Service  is  staffed  by  a  team 
of  18  trained  practitioners 
from  a  variety  of 
backgrounds,  such  as 
formal  teaching  or  special 
needs  education.  Ruth 
Krivosic  was  appointed 
Education  Centre  Manager 
last  year,  and  recent 
changes  to  the  way  the 
Education  team  operates 
have  been  made.  The  aim 
is  that,  through  close 
individual  understanding 
of  needs,  the  service  users' 
all-round  education 
programmes  can  be  even 

■><  ( urateiy  tailored  to 
thov 

'  ore  teams  of  tutors 
have  been  established  to 


work  specifically  with 
particular  residential  units. 
In  this  way,  the  number  of 
different  residents  with 
which  any  one  tutor  works 
has  been  reduced,  to 
enable  them  to  focus  on  a 
smaller  number  of  students 
and  therefore  have  a 
greater  familiarity  with 
individual  needs  and 
progress. 

Each  core  team  has 
specialist  tutors  for 
communication  and 
cognitive  work,  and 
movement  and  mobility, 
who  work  closely  with  the 
residential  tutors  to 
develop  a  holistic  teaching 
framework,  which  ensures 
that  the  education 
programme  extends 
beyond  the  formal  sessions 
into  everyday  life.  For 
instance,  if  it  has  been 
identified  that  a  resident 
needs  particular  help  with 
balance  and  co-ordination, 
development  work  will  not 
only  take  place  in  the  gym, 
but  also  in  the  home  and 
outdoor  environments. 

Facilities  at  the  Princess 


Royal  site  now  include: 

•  a  relaxing  massage  room 

•  a  cause  and  effect  room 
where  a  student  can 
learn  to  control  his  or 
her  environment 

•  dark  rooms  to  present 
stimuli  for  using  residual 
sight 

•  four  flexible  teaching 
areas  for  a  range  of 
activities 

•  a  vocational  workshop 

•  a  swimming  pool  and 
gym  for  physical  therapy 
and  relaxation. 

In  addition  to  the  core 
team,  other  specialist  staff 
provide  art  teaching,  music 
therapy,  massage, 
physiotherapy  and  outdoor 
education  such  as  rock 
climbing,  canoeing  and 
horse  riding.  In  this  way, 
the  service  user  is  able  to 
access  a  broad  spectrum  of 
experiences  beyond  formal 
teaching  in  the  classroom 
environment. 

As  part  of  the  National 
Continuous  Improvement 
initiative,  two  members  of 
the  Education  Team  at 
Sense  West  recently 


received  awards  for  their 
projects.  One  of  these  has 
successfully  resulted  in  a 
Sense  resident  being 
formally  employed  as  a 
Workshop  Assistant,  where 
he  helps  with  duties  such 
as  deliveries  and  stock 
control,  as  well  as  assisting 
other  service  users  with 
their  work.  Other 
Education  staff  are 
involved  in  projects  around 
the  Region  designed  to 
improve  key  aspects  of 
residents'  lives,  such  as 
communication  skills,  and 
in  helping  to  create 
facilities  within  residential 
homes,  such  as  the  Sensory 
Room  at  Coriander  Close, 
funded  through  charitable 
donations  to  the  home 

The  Sense  West 
Education  Team  aims  to 
help  each  person  to 
develop  skills  in 
communication,  mobility 
and  everyday  living,  to 
enable  them  to  live  as 
independently  as  possible, 
using  any  residual  hearing 
and  vision  to  maximum 
effect. 
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Miss  Vivienne  Kathleen  Mitchell 
1906-1997 


MEMORIES 


I 


One  of  my  earliest 
happy  memories  of 
Kathleen  Mitchell  is 
riding  up  and  down,  up 
and  down,  in  a  lift,  because 
the  small  group  of 
deafblind  children  with  her 
were  so  enjoying  pressing 
the  buttons  and  making  it 
work.  She  had  brought 
them  to  one  of  the  earliest 
conferences  of  The 
National  Deafblind  and 
Rubella  Association  of 
which  she  was  an  early 
teacher  member  and  a 
dedicated  supporter  for  the 
rest  of  her  life. 

Kathleen  was  born  in 
Brighouse  at  the  beginning 
of  this  century;  her  father 
was  the  third  generation  in 
a  respected  branch  of  the 
bespoke  boot  and  shoe 
trade.  Her  mother  died  just 
as  she  was  about  to  leave 
the  local  grammar  school 
and  start  at  University.  Her 
father,  whom  she  loved 
dearly,  was  determined 
that  she  should  not,  as 
some  suggested,  stay  at 
home  to  look  after  him  and 
her  only,  younger,  brother 
John,  but  continue  her 
academic  studies. 

She  joined  the  then  four- 
year  course  for  teachers  of 
the  deaf  at  Manchester, 
coming  under  the  influence 
of  the  first  Lady  Ewing. 
Kathleen  paid  lifelong 
tribute  to  Irene  Ewing's 
inspiration.  Her  friendship 


with  Mollie  Johnson  began 
at  this  time  -  (Mollie  was 
in  that  lift  too)  -  and  they 
shared  a  flat  in  London, 
where  Kathleen  held 
several  posts  before,  as  an 
unusually  young 
headteacher,  she  was 
appointed  to  the  West  Ham 
school.  Here  she  was  well- 
loved  and  known  for  her 
kindness  and  deep  interest 
in  both  pupils  and  staff. 
Here  she  started  (with  Mrs 
Shipman  in  charge)  one  of 
the  very  first  units  for 
deafblind  children.  At  a 
time  when  few  teachers 
were  either  willing  or  able 
to  attempt  this  unknown 


part  of  education,  Kathleen 
was  both  willing  and  able. 
She  learned  as  she  went 
along,  and  others  learned 
from  her. 

Many  of  her  deaf  pupils 
remember  her  with 
gratitude  and  deep 
affection.  She  was  a  quiet, 
active  and  loyal  member  of 
the  professional  body  (first 
NATD,  becoming  NCTD), 
serving  on  committees  and 
Executive  and  forming 
many  good  friendships 
with  other  professionals. 
That  many  of  these  died 
before  her  saddened  her 
latter  years.  Those  that 
have  outlived  her 


remember  her  with 
admiration  and  affection. 

Kathleen  retired  at  a 
comparatively  early  age  to 
look  after  her  father,  who 
lived  to  a  great  age.  This 
meant  a  return  to 
Brighouse,  but  she  and 
Mollie  visited  each  other 
very  frequently  until 
Kathleen  could  no  longer 
travel.  Then  Mollie 
continued  her  regular  visits 
to  Brighouse,  and  it  was 
there  she  died,  to 
Kathleen's  deep  grief.  Her 
brother  had  also  died,  but 
the  continued  love  and 
care  of  his  son  John,  and 
John's  family,  enriched  her 
life  to  the  end. 

Kathleen  cared  deeply 
about  Sense,  wanting  to 
know  all  the  news  of  all 
the  advances,  and 
understanding  what  was 
involved  in  the  activities. 
She  welcomed  all  who  kept 
in  touch  with  her, 
graciously  and  courteously, 
making  light  of  her  pain 
and  suffering  to  the  end. 
Gertrude  McLoughlin,  one 
who  continued  to  visit  her, 
supplied  some  of  this 
information,  and  wrote, 
'She  was  one  of  the  last 
links  with  an  age  in  the 
history  of  the  education 
of  the  deaf  marked  by 
skill,  dedication,  foresight 
and  integrity.' 

Doreen  E  Woodford 


Gordon  Francis 


We  were  very  sad 
to  hear  that  one 
of  our  parent 
members  of  the  Advisory 
Council,  Gordon  Francis, 
died  this  summer.  Mollie 
and  Gordon  were  foster 
parents  to  many  children, 
giving  them  a  secure  and 


loving  home  while  it  was 
needed.  Two  children, 
however,  stayed  with  them, 
Pat,  now  a  delightful 
young  lady,  and  Karl  who 
came  to  them  as  a  baby, 
deafblind  from  rubella. 
They  came  to  Sense  for 
help  and  guidance  with 


Karl  and  remained  firm 
supporters.  When  Karl  left 
school  he  went  on  to 
Poolemead  where  he  lives 
but  he  still  has  a  home  with 
Mollie  when  he  wants  it. 

Gordon  not  only 
supported  Sense  but  also 
was  a  pillar  of  his  local 


Church  and  the 
Community  in  Southwick 
and  Trowbridge  and  was 
greatly  respected  in  the 
village.  We  send  our 
sympathies  to  Mollie,  Karl, 
Pat  and  the  family. 

Jessica  Hills  MBE 
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THE  SENSE  HEALTH  AWARENESS  CAMPAIGN 

Will  someone  tell  me 
what  is  going  on? 

One  of  the  issues  that  most  concerns  deafblind  people  and  their 

families  is  the  lack  of  information  and  support  they  receive  from  the 

medical  profession.  Sense's  Health  Awareness  Campaign  will  be  tackling 

this  problem  in  the  autumn.  Sarah  Talbot-Williams  explains  how: 


Adam  Wood  with 
his  father 


Most  people  find  receiving  a  serious 
medical  diagnosis  traumatic.  And 
when  this  is  handled  insensitively, 
and  information  and  support  are  not  offered, 
then  this  makes  the  whole  thing  worse.  No- 
one  can  take  away  the  pain  and  worry  of 
receiving  serious  medical  news  of  course,  but 
the  medical  profession  can  do  a  lot  to  make 
things  easier. 

Going  to  the  doctors,  or  visiting  hospital 
can  be  a  difficult  experience  too.  There  may 
be  pain  and  discomfort  to  face,  complicated 
information  to  take  in,  and  a  bewildering 
range  of  professionals  to  deal  with.  This  will 
cause  anxiety  and  disorientation  in  most 
people,  but  for  a  deafblind  person  this  is 
particularly  challenging  -  especially  when 
information  is  not  communicated 

appropriately,  and 
the  deafblind 
person's  needs  are 
not  understood.  They 
may  well  feel 
isolated,  frightened 
and  disempowered. 

A  case  in  point 

Adam  was  born  very 
prematurely,  and 
although  his  parents 
were  aware  of 
possible 

complications,  there 
didn't  seem  to  be 
anything  wrong  at 
first.  They  followed 
his  treatment  closely, 
but  started  to  feel 
increasingly 
concerned  .  Their 
doctor  was  dismissive 
however,  making 
them  feel  stupid  and 
even  more  worried 
than  before. 
Six  months  later  their 
fears  were  confirmed. 


'Oh  yes,  he's  completely  blind,'  the  consultant 
remarked  casually  after  a  test  with  eye  drops. 
Later  on,  when  Adam  had  also  been 
diagnosed  as  deaf,  his  doctor  predicted  that 
he  would  never  walk,  although  today  at  nine 
years  old,  he  is  a  very  active  young  man  who 
loves  outdoor  activities  like  running,  climbing 
and  has  just  completed  his  100  metres 
swimming  badge. 

In  the  first  18  months  of  Adam's  life,  his 
parents  received  little  information  and 
support .  It  was  only  when  a  physiotherapist 
put  them  in  touch  with  Sense  that  started  to 
get  the  understanding,  information  and 
support  they  so  desperately  needed. 

Tell  me  about  it! 

Sarah  was  diagnosed  with  Usher  syndrome 
when  she  was  17.  But  more  than  13  years 
passed  before  she  found  this  out,  when  her 
GP  passed  her  a  letter  that  had  been  written 
by  a  specialist  when  she  was  a  teenager.  The 
implications  of  going  blind,  combined  with 
her  profound  deafness  were  never  explained 
to  her,  and  she  received  little  help  until  she 
found  out  about  Sense.  It  has  had  a  big  impact 
on  her  .  T  have  rarely  received  any  support 
from  the  medical  profession,  so  I  am  very 
wary  about  going  to  see  my  GP  or  visiting 
hospital'  she  says.  T  don't  think  they  think  of 
me  as  having  feelings  like  anyone  else'. 

Isolation  ward 

Dorothy  is  94  years  old.  She  had  meningitis 
when  she  was  7  which  left  her  profoundly 
deaf,  and  now  her  sight  has  deteriorated  so 
that  she  only  has  a  little  limited  vision  in  her 
left  eye.  Communication  is  difficult  for  her, 
but  with  the  right  environment  and  enough 
time,  she  can  read  large  print  and  use  the 
deafblind  manual  alphabet.  Recently  she  had 
a  very  distressing  stay  in  hospital  and  is 
highly  reluctant  to  consider  hospital  again. 
Despite  prior  information  to  medical  staff  and 
offers  of  training,  little  or  no  attempt  was 
made  to  communicate  with  her.  Confidential 
medical  information  was  shouted  to  her,  so 
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Dorothy  Bettany-Hand  with  Philip-pa  May 


Sarah  Reed 

that  she  was  probably  the  only  person  on  the 
ward  who  couldn't  hear  it.  She  felt  very 
isolated  and  depressed. 

A  campaign  for  change 

Sadly  these  are  not  rare  examples  -  which  is 
why  Sense  will  be  launching  its  Health 
Awareness  Campaign  this  autumn.  The 
campaign  will  aim  to  raise  awareness  amongst 
health  professionals  of  the  need  to  share 
information,  and  communicate  appropriately 
with  deafblind  people  at  every  stage  of  their 
lives. 

Building  on  the  good  practice  of  some 
doctors,  Sense  has  produced  a  series  of 
leaflets.  The  first  will  focus  on  the  needs  of 
deafblind  children  and  their  families,  the 
second  on  the  challenges  facing  people  with 
Usher  syndrome,  and  the  third  will  focus  on 
older  deafblind  people.  The  booklets  are  being 
distributed  to  health  specialists  across  the  UK. 
This  will  be  supported  by  a  media  campaign 
with  stories  in  the  press  and  on  the  radio 
highlighting  these  issues. 

To  back  this  up,  Sense  centres  around  the 


country  will  be  holding  open  days  for  medical 
professionals  which  will  aim  to  raise 
awareness  about  the  needs  of  deafblind 
people,  and  the  specialist  services  that  Sense 
can  offer.  Finally,  a  reception  in  the  House  of 
Commons  on  19  November  will  draw 
together  all  of  this  campaigning  work.  Hosted 
by  Tom  Levitt  MP,  it  will  bring  together 
politicians  from  all  sides  of  the  House  of 
Commons  and  Lords  to  support  the  campaign 

For  more  information  on  the  campaign 
and  the  events,  please  contact  Sense's 
Communications  Team  at  the  London  office. 


This  campaign 

has  been  made 

possible  by  a 

generous 

donation  from 

Camelot's 

Corporate 

Charitable  Fund. 


17  September 

Campaign  diary 

Launch  of  the  campaign 

3  October 

Open  day  -  Ealing  Family  Centre 

8  October 

Open  day  -  Princess  Royal  Centre 

3  November 

Open  day  -  Ann  Wall  Centre 

12  November 

Open  day  -  Woodside  Family  Centre 

13  November 

Open  day  -  Rotherham  Day  Centre 

19  November 

House  of  Commons  Reception 

20  November 

Open  day  -  Manor  House,  Market  Deeping 

<Q>       Our  three  new  Health 
ESS      Awareness  leaflet* 
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MOVING  ON 


Farewell  from  Dave  Harker 
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Cycling  off  into 
the  sunset... 


By  the  time  you  read  this  I  will  have  left 
Sense  and  begun  the  next  major 
challenge  of  my  professional  life,  as  chief 
executive  of  the  National  Association  of 
Citizen's  Advice  Bureaux. 

I  am  enormously  excited  by  my  new 
challenge  but,  I  will  find  it  very  difficult  to 
leave  Sense.  Why?  Because  Sense  and 
deafblindness  are  special  and  the  last  eight 
years  has  been  a  happy  and  fulfilling  time.  I 
have  been  stimulated  by  the  way  the 
organisation  has  changed  and  grown  -  Sense  is 
not  the  same  place  as  it  was  in  1989  -  and  by 
the  opportunity  to  do  so  many  different  things. 
Rarely  have  I  had  such  good  colleagues  and 
the  satisfaction  of  knowing  that  all  the  work 
we  were  doing  was  worthwhile. 

Some  people  have  described  Sense's  growth 
as  'breakneck'.  That  is  certainly  not  my  view. 
Apart  from  one  or  two  years  when  we  almost 
doubled  in  size,  our  rate  of  growth  has  been 
between  10  per  cent  to  50  per  cent  a  year.  I 
believe  that  a  well  run  organisation  can  cope 
with  that.  I  also  think  we  have  an 
overwhelming  obligation  to  continue  to 
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struggle  to  meet  the  needs  of  as  many 
deafblind  people  as  possible.  At  the  moment 
we  are  only  just  scratching  the  surface.  The 
overwhelming  majority  of  deafblind  people  in 
the  UK  do  not  receive  the  help  and  support 
they  are  entitled  to  expect.  Think 
internationally  and  the  position  is  even  worse. 

It  is  Sense's  job  to  meet  those  needs  directly 
or  to  campaign  to  make  sure  that  others  do.  If 
we  do  not  grow  in  size,  we  must  grow  in 
influence.  I  suspect  we  need  to  continue  to  do 
both.  And  looking  at  colleagues  -  trustees, 
volunteers,  families  and  those  in  other 
agencies  (statutory  and  voluntary)  who 
support  our  work  -  I  know  that  will  happen. 

I  am  very  excited  about  the  decision  that 
Sense  will  become  the  organisation  for  all 
deafblind  people  of  all  ages.  This  has  been  a 
long  time  coming.  Perhaps  rightly,  because  of 
our  origins  as  a  self-help  group  for  families 
with  congenitally  deafblind  children.  Those 
who  were  around  in  those  distant  days  have 
told  me  of  the  debate  about  whether  to 
include  congenitally  deafblind  adults,  so  it  is 
not  surprising  that  it  should  take  some  time  to 
accept  work  with  people  with  acquired 
deafblindness,  particularly  with  elderly 
people  where  the  impairment  of  both  senses 
has  come  later  in  life.  I  will  look  forward  to 
hearing  how  this  progresses. 

The  nature  of  Sense's  work  has  changed. 
From  being  overwhelmingly  a  provider  of 
intensive  educational  and  residential  services 
to  young  adults  with  congenital  deafblindness 
and  a  learning  disability,  offered  in  a  limited 
number  of  places,  we  are  moving  towards 
becoming  a  truly  national  organisation  offering 
a  very  wide  range  of  different  services, 
designed  to  meet  people's  individual  needs.  I 
am  pleased  to  have  been  able  to  play  a  part  in 
that  process  and  will  particularly  remember 
appointing  our  first  staff  member  in  Northern 
Ireland  and  putting  together  the  tender  for  our 
first  communicator-  guide  scheme.  I  strongly 
hope  that  the  trend  towards  diversification  and 
improving  national  coverage  will  continue.  I 
look  forward  to  the  day,  early  in  the  new 
millennium,  when  I  hear  that  Sense  has  a 
presence  in  every  single  local  authority  area  in 
the  country. 

I  could  not  end  without  paying  tribute  to  the 
people  who  generate  Sense's  income.  Too  many 
people  on  the  'caring'  side  of  charities  regard 
them  as  some  sort  of  necessary  evil,  instead  of 
admiring  them  for  their  ability  to  spend  their 
days  asking  people  for  money,  something  not 
many  of  us  could  cheerfully  do  day  in  and  day 
out.  One  of  the  things  we  have  managed  to  do 
is  create  a  climate  in  Sense  where  everyone 
who  makes  a  contribution  is  valued  and 
respected.  I  know  that  will  continue. 
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A  tribute  from  Rodney  Clark 


DAVE  HARKER 


I 


Sense  has  changed  so  much  since  Dave 
joined  us  in  June  1989  that  I  have  some 
difficulty  in  reaching  back  to  that  time 
and  bringing  to  mind  how  things  were  then.  I 
remember  that  I  was  up  to  my  eyes  in 
planning  for  the  2nd  European  Conference  on 
Deafblindness  which  Sense  was  hosting  at 
Warwick  University  and  Paul  Ennals,  our 
Director  of  Welfare  Services  announced  that 
he  was  leaving  us  to  take  up  the  post  of 
Director  of  Education  at  RNIB. 

Sense  was  way  past  its  second  quantum 
point  of  growth,  as  our  Birmingham 
development  was  then  into  its  third  year,  but 
we  were  still  suffering  enormous 
organisational  growing  pains.  The  central  staff 
was  still  small,  relative  to  the  rest  of  Sense, 
and  Paul  and  I  were  regularly  burning  the 
midnight  oil  as  we  worked  to  hold  together 
the  fast-growing  monster.  He  and  I  had 
formed  a  close  management  bond,  so  it  was 
with  some  apprehension  that  I  looked  at  the 
future  that  summer.  It  was  clear  that,  if  sanity 
were  to  be  preserved,  two  busy  jobs  needed 
doing  -  one  to  take  forward  Sense's  services 
and  campaigning  work,  the  other  to  bring 
order  and  coherence  to  our  management  and 
administration. 

Malcolm  Matthews  and  Dave  joined  Sense 
at  the  same  time  to  fill  these  roles  and 
between  them  they  have  contributed 
profoundly  to  our  growth,  to  the  quality  of 
our  work  and  to  the  good  name  that  we  enjoy. 
Dave,  as  'Executive  Director',  quickly  outgrew 
the  pure  management  role  we  gave  him  as  he 
began  to  influence  Sense's  work  across  the 
board.  In  addition  to  the  central  roles  of 
responsibility  for  finance,  personnel,  legal 
affairs,  administration,  strategic  planning  and 
general  administration,  he  undertook  a 
number  of  projects  with  consummate  success. 
These  include: 

•  the  development  of  Sense  South  East 
focused  on  a  very  complex  residential 
project  in  Barnet  which  needed  expert 
negotiating  skills  with  a  variety  of  people  at 
different  levels; 

•  a  similar  development  in  the  South  West; 

•  the  acquisition,  design  and  financing  of  our 
Finsbury  Park  Head  Office  with  the  added 
challenge  of  moving  three  sites  onto  one; 

•  the  establishment  and  development  of 
Sense  Northern  Ireland. 

Dave's  management  consultancy 
background  was  also  a  marvellous  plus  for  us, 
as  he  helped  us  institute  operational  planning 
alongside  the  budgeting  process  and  other 
useful  management  practices.  He  was  very 
responsive  to  the  needs  of  our  service-users 
and  keen  to  bring  new  services  to,  but  he  also 
ensured  that  we  planned  these  carefully  and 


Is  that  really  Rod  Stewart? 

wisely.  This  often  enabled  us  to  take  a  few 
calculated  risks,  which  are  unavoidable  if  you 
are  to  grow,  whereas  otherwise  we  might  have 
felt  too  unsure  to  do  so. 

Dave  quickly  became  a  fixture,  and  one  who 
was  held  in  fond  regard  by  colleagues, 
trustees  and  volunteers.  Lindy  Wyman,  then 
Head  of  the  Family  Centre  at  Ealing,  has  told 
me  how  good  a  line  manager  she  always 
found  him,  particularly  after  the  tosses  and 
turns  we  had  all  had  to  contend  with  during 
the  early  years  of  our  growth.  He  has  never 
failed  to  meet  adversity  head-on.  We  set  up 
one  new  project  which  did  not  go  well  from 
the  start  and  it  was  clear  that  it  was  spiralling 
downwards  and  would  need  major  central 
intervention.  Dave  did  not  shirk  for  a  moment 
from  facing  up  to  this  challenge,  trying  each 
and  every  way  to  bring  it  round.  When  it 
became  clear  that  it  would  not,  he  did  not 
shirk  either  from  taking  the  unpalatable  action 
that  needed  then  to  be  taken. 

Two  years  ago,  I  asked  Dave  to  become 
Managing  Director,  in  order  to  free  me  up  to 
undertake  some  specific  developmental  work, 
mostly  in  relation  to  establishing  Sense 
International.  I  was  able  to  do  this  with  total 
confidence,  knowing  that  Dave  would  be 
stimulated  by  the  task  and  that  he  would  do  it 
brilliantly,  which  of  course  he  did.  We  have 
really  worked  together  so  well  over  these  past 
eight  years,  which  has  been  a  joy. 

People  have  said  'Oh!  You  are  going  to  miss 
him'  or  'However  will  you  manage  without 
Dave?'.  Well,  we  shall  miss  him,  and  I  suspect 
we  will  manage,  but  it  has  been  a  great  time, 
having  at  the  top  of  this  organisation  a  team 
that  has  its  values  and  mission  right,  a  team  in 
which  Dave  has  been  a  significant  player. 
All  the  best! 
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Sense  now.  Sense  tomorrow 

Julia  Cream,  Special  Projects  Officer  describes 
the  Joint  Council/Senior  Management  Team  residential 

meeting  which  took  place  in  June. 


Working  in  partnership 
with  deafblind  people 


It  might  have  been  the  wettest  June  since 
records  began  (or  at  least  that  is  what  it  felt 
like)  but  even  this  did  not  dampen  the 
spirits  of  the  members  of  Council  and  Senior 
Management  Team  (SMT)  who  gathered  at  the 
end  of  June.  Council  and  SMT  members  met 
over  a  weekend  to  discuss  what  sort  of 
organisation  Sense  should  become  as  it  moves 
into  the  21st  century. 

The  Joint  Residential  Meeting  provides  an 
opportunity  for  members  of  the  Council  and 
Senior  Management  Team  to  talk  about 
priorities  and  issues  for  Sense  in  an  informal 
and  relaxed  atmosphere.  Council  and 
management  meetings  are  often  packed  and 
allow  little  time  for  reflection  of,  and 

discussion  about,  issues  that  are 
going  to  affect  Sense  in  the  future. 
The  weekend  meeting  allowed 
trustees  and  staff  to  share 
information  and  to  discuss  issues 
in  depth.  Just  as  important,  it  gave 
Council  and  SMT  members  the 
chance  to  socialise  and  have 
informal  discussions  -  whether  it 
was  wandering  around  the 
grounds,  sitting  down  to  breakfast 
or  carousing  at  the  bar! 
Malcolm  Matthews  (Director  of  Policy  and 
National  Services)  kicked  off  the  weekend 
with  a  session  called  'Sense  Now  -  Sense 
Tomorrow'.  Malcolm  invited  us  to  each  write 
down  the  significant  achievements  that  we 
thought  Sense  had  made.  Everyone  came  up 
with  their  own  individual  ideas  and  the 
breadth  and  diversity  of  Sense's  achievements 
was  impressive  -  from  staying  true  to  our 
values,  supporting  deafblind  people  to  lead 
active  lives  in  the  UK  and  internationally, 
through  to  strong  family  involvement.  It  was 
so  easy  for  us  all  to  write  down  Sense's 
achievements.  Malcolm  then  asked  us  to  write 
down  what  our  concerns  for  the  future  were. 
Countering  the  breadth  of  Sense's 
achievements,  it  was  clear  that  we  shared 
many  of  the  same  concerns:  How  will  Sense 
maintain  quality  services  in  the  face  of  more 
difficult  funding  situations?  How  to  practise 
what  we  preach?  How  to  involve  all  our  users 
-  deafblind  people,  families,  carers  and 
professionals  in  a  meaningful  way?  These 


concerns  were  also  easy  for  people  to  identify, 
but  harder  to  solve.  Indeed,  these  questions 
stayed  with  us  throughout  the  weekend  and 
continued  to  surface  as  key  themes  for  the 
future. 

By  Saturday  morning,  the  news  that  Dave 
Harker  (Managing  Director)  had  left  his 
suitcase  on  the  top  of  a  double  decker  in 
London  had  circulated  fast  and  everyone  was 
keen  to  see  Dave  sporting  his  new  look, 
courtesy  of  Ges  Roulstone  (Regional  Director, 
Sense  East).  Fortunately  for  all  concerned, 
Dave  rushed  off  to  buy  some  new  socks  after 
failing  to  dry  the  old  ones  in  the  trouser  press! 

Graham  Hicks  (Development  Manager  and 
Consultant  on  Services  to  Deafblind  People) 
opened  our  Saturday  session  by  reminding  us 
what  we  are  all  about,  meeting  the  needs  of 
deafblind  people  by  asking  them  what  they 
want.  It  is  not  enough  to  try  to  put  ourselves 
in  their  shoes  -  we  still  fall  short  of  equal 
access  for  deafblind  people  in  our  Head 
Office,  for  example.  Then,  David  Behan 
(Director  of  Social  Services  for  Greenwich) 
gave  us  a  shot  of  realism  with  a  discussion  of 
paying  for  services  from  a  local  authority  and 
government  point  of  view.  This  was  followed 
by  the  family  session  led  by  Joff  McGill 
(Voluntary  Services  Officer)  who  told  us  about 
the  Family  Network  which  would  enable 
families  from  within  and  outside  branches  to 
have  a  voice  and  a  support  network.  A 
lengthy  session  on  people  with  acquired 
deafblindness  followed  this,  which  made  us 
consider  the  whole  range  of  deafblind  people 
and  their  very  different  but  very  significant 
needs. 

After  a  full  day's  session  on  the  internal  and 
external  factors  that  will  affect  Sense  in  the 
future,  acquired  deafblindness  and  family  and 
user  involvement,  everyone  reconvened 
somewhat  apprehensively  for  the  Ears  Game. 
Joff  McGill  had  revealed  nothing  and  no-one 
was  sure  what  the  game  entailed  although  Joff 
did  give  us  all  an  assurance  that  no  hugging 
would  be  required! 

Sunday  morning  was  spent  thinking  about 
how  Sense  could  deliver  specialist  educational 
support  most  effectively  to  all  deafblind 
children.  It  was  clearly  an  area  that  council 
and  SMT  felt  strongly  about  strengthening. 
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Jessica  Hills  (Chairman)  skilfully  summarised  the  whole  weekend  for  the  Final 
Plenary  (using  specially  commissioned  illustrations  from  Ian  Beattie)  and  set  out  the 
work  that  we  need  to  do  now: 


What  does  Sense  need  to  do  now? 

Involve  deafblind  people  throughout  the  organisation  and 
ensure  that  their  views  are  represented  at  all  levels.  This 
includes  people  with  congenital  and  acquired  deafblindness. 

Demonstrate  our  commitment  to  consultation  by  involving 
deafblind  people  and  their  families  at  an  early  stage  of  the 
strategic  planning  process. 

Strengthen  the  involvement  of  families  and  carers  of  deafblind 
people  -  launch  the  Sense  Family  Network. 

Become  a  more  unified  organisation  whilst  retaining  diversity 
and  creativity. 

Diversify  the  range  of  services  and  the  type  of  service  delivery. 

Increase  our  work  on  early  intervention  with  deafblind  children 
(acquired  and  congenital). 

Retain  and  develop  our  specialist  approach  to  education  of 
deafblind  children. 

Provide  opportunities  for  disseminating  and  progressing  work 
with  MSI  teachers  and  intervenors. 

Actively  seek  ways  to  improve  the  quality  of  our  services  and 
ensure  that  we  are  delivering  services  that  deafblind  people 
want  -  and  not  what  we  think  they  want. 

Record  and  research  the  needs  of  the  deafblind  population  - 
where  are  they  and  who  are  they? 

Raise  awareness  about  the  unique  nature  of  deafblindness  and 
about  the  services  that  Sense  offers. 

Ensure  that  services  are  financially  efficient  and  affordable  to 
purchasers. 

Build  new  partnerships  with 
deafblind  people  and  their 
families  as  well  as  voluntary 
and  statutory  agencies  for 
example  Deafblind  UK,  Age 
Concern  and  health  trusts. 

Revisit  the  Mission 
Statement. 

Practise  what  we  preach!  Strengthening  the  involvement  of  families 
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The  Deafblind 
European  Conference 

in  Madrid 


Michael  Clegg, 

Policy  and 

Quality  Officer 


M 


y  opportunity  to  attend  the  4th 
European  Conference  on 
Deafblindness  in  Madrid  was 
unexpected.  Dave  Harker's  departure  from 
the  organisation  had  left  a  spare  place,  and,  bv 
good  fortune,  this  fell  to  me.  So,  on  Saturday 
19  July  I  was  bound  for  Spain  in  a  diverse 
party  that  included  representatives  from  even' 
Sense  location,  from  Deny  to  London,  and 
included  Council  members,  house  tutors, 
educationalists,  and  a  few  bureaucratic 
hangers  on  (well,  me!) 

The  hosts  for  the  conference  were  ONCE, 
roughly  the  Spanish  equivalent  of  RNIB,  at 
their  superb  centre  in  north  Madrid.  ONCE  is 
a  wealthy  organisation,  having  a  license  from 
the  Spanish  government  to  run  the  well- 
established  national  lottery.  Selling  lotten 
tickets  also  provides  employment  for  several 
thousand  blind  and  visuallv  impaired  adults 
in  Spain.  This  provoked  a  loud,  on-going 
debate  in  the  Sense  contingent:  was  this  a 
valuable  opportunity,  or  a  limiting  and 
undignified  job  one  step  away  from  begging? 

The  proceeds  certainly  supported  some 
excellent  hospitality:  the  tone  being  set  with 


an  outdoor  reception  late  on  the  first  day  (one 
of  several  beautiful  evenings,)  where  the 
white  suited  waiters  gave  a  slightlv  suneal 
touch  of  Fenero  Rocher's  Ambassador's 
Reception.  Apparently  endless  supplies  of  red 
wine  with  lunch  also  made  a  pleasant  change 
from  my  usual  Finsbury  Park  greasy  spoon. 

The  conference  started  gently,  with  a 
number  of  introductory  speeches  on  the 
history  of  ONCE  and  the  organisation  of  the 
conference,  before  the  real  business  started. 
This  began  with  a  vengeance  on  Sunday 
afternoon  with  two  challenging  sessions  on 
deafblindness  and  the  acquisition  of  language. 
The  first  of  these,  The  Musical  Nature  of 
Prelinguistic  Interaction,  was  presented  by  a 
group  of  Nonvegian  researchers  and 
suggested  how  interactions  with  young 
deafblind  children  can  be  interpreted  through 
musical  ideas  such  as  structure,  rhythm  and 
repetition,  elements  -which  might  go  on  to 
form  the  basis  of  fuller,  linguistic, 
communication.  The  talk  was  illustrated  with 
video  evidence  of  such  things  as  imitation 
games.  It  was  an  interesting,  if  difficult  talk, 
but  from  several  of  the  practitioners  amongst 
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'The  key  to  communication. ..is  the  creation  of  a  secure 
situation  where  the  individual  will  have  someone  they 
want  to  communicate  to,  and  things  they  want  to  say' 


the  Sense  contingent  came  the  anguished  cry 
of,  'but  we're  doing  all  that  already!'  This 
became  something  of  a  refrain  during  the 
week,  and  is  a  strong  argument  for  Sense 
promoting  more  action  research  into  our 
services,  and  to  acknowledge  the  quality  and 
innovatory  nature  of  our  best  practice. 

This  was  followed  by  an  excellent  overview 
of  the  relevance  of  linguistic  research  to 
deafblind  education  from  another  Norwegian, 
Arnfinn  Vonen.  Arnfinn's  boldest  assertion, 
echoed  in  several  workshops  I  attended  later 
in  the  conference,  was  the  need  for  a  Natural 
Language  approach  to  communication  with 
deafblind  people.  This  stresses  that,  when 
unimpaired  children  learn  their  native  tongue, 
acquisition  occurs  through  immersion  in  the 
language  and  in  an  environment  of 
communication.  It  is  this  context  which  brings 
out  innate  abilities,  rather  than  any  formal 
instruction.  Thus,  the  key  to  communication 
for  people  who  are  deafblind  is  not  systematic 
teaching,  but  the  creation  of  a  secure  situation 
of  rich  relationships,  where  the  individual  will 
have  someone  they  want  to  communicate  to, 
and  things  they  want  to  say. 

Arnfinn  pointed  out  how  far,  in  many  cases, 
the  vocabulary  of  words,  signs  or  symbols 
first  introduced  to  the  deafblind  learner  is 
from  the  first  words  of  an  unimpaired  child. 
Typically,  vocabulary  will  be  introduced  for 
everyday  objects  -  toilet,  drink,  dinner  -  to 
help  a  teacher  explain  and  control  events,  not 
words  for  favourite  people  and  things  -  Mum, 
Dad,  Jane,  tractor  -  which  the  learner  will  be 
motivated  to  use.  This  theme  of  motivation  to 
communicate  was  taken  up  be  Patricia 
Gibbons  from  Shawgrove  School  in 
Manchester  in  an  excellent  workshop  on  the 
Tuesday  morning.  Using  video  and  transcripts 
of  an  exchange  with  one  of  her  pupils,  Trish 
showed  the  Natural  Language  approach  in 
action.  This  involved  a  high  level  of  activity 
and  engagement  by  the  teacher,  but  to  control 
the  child's  attention,  rather  than  her  particular 
responses  -  in  Trish's  phrase,  to  orchestrate 
the  interaction.  By  replying  to  the  child's 
every  action  as  a  meaningful  contribution  to  a 
conversation  the  teacher  was  able  to  place  the 
multi-sensory  impaired  pupil  in  the  kind  of 


rich  communicative  environment  experienced 
by  unimpaired  children. 

Tuesday  afternoon  was  given  over  to  what 
the  programme  mysteriously  called  a  'socio- 
cultural  event'.  This,  it  emerged,  would  be  a 
trip  to  the  famous  and  picturesque  town  of 
Segovia,  some  miles  outside  Madrid.  Now, 
I'm  the  kind  of  person  who  normally  runs  a 
mile  from  the  merest  mention  of  an 
organised  tour,  but  as  several  friendly  people 
had  already  signed  up,  and  it  seemed  the 
only  opportunity  to  get  out  of  Madrid,  I 
thought  I'd  give  it  a  go.  From  now  on  I  trust 
my  instincts!  I  won't  attempt  to  describe 
what  happened  -  it  would  take  a 
combination  of  Tom  Sharpe  and  Franz  Kafka 
-  but  let's  just  say  that  we  never  actually 
made  it  to  Segovia 

There  were  plenty  more  interesting 
workshops  to  join.  I  heard  Marja-Leena 
Saarinen  describe  the  excellent  disability 
rights  commitments,  that  are  written  in  to  the 
Finnish  constitution;  but  also  how  this  seems 
not  to  have  increased  people's  satisfaction 
with  the  provision  of  welfare  and  social 
services.  I  also  went  to  see  Megan  Jones,  an 
American  PhD  student,  talk  about  her 
personal  experience  of  using  an  FM  system 
(essentially  a  microphone,  transmitter  and 
receiver)  in  combination  with  her  hearing  aid. 
My  motive  was  mainly  that  Megan  had  been 
friendly  throughout  the  conference,  but  it  was 
an  insightful  talk.  Megan  noted  how 
manufacturers  have  reacted  to  a  market 
demand  for  miniaturisation  of  audio  aids,  but 
that  this  is  no  help  for  someone  with  a  vision 
impairment. 

The  conference  ended,  as  it  had  begun,  with 
pomp  and  ceremony,  tree  planting,  award 
giving,  and  sculpture  presenting.  There  was 
also  the  presentation  of  a  'Deafblind 
International  lifetime  achievement  award'  to 
Sonja  Jarl  who  gave  a  dignified  acceptance 
speech.  Finally,  all  the  participants  came 
together  for  the  closing  dinner  on  the  last 
evening.  This  was  followed  by  a  party,  at 
which  the  Sense  hardcore  made  a  respectable 
showing  into  the  small  hours.  I'm  afraid  I 
can't  tell  you  much  about  the  final  morning's 
sessions! 


See  page  34 
for  a  family 
perspective  on 
the  Madrid 
Conference 
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Working  with  Bernie 


Sense  East  Education  Tutor  Mike  Gamble 

has  been  working  intensively  with  Bernie  Miller 

to  enable  her  to  use  a  computer  to  speak. 

Colin  Anderson  spoke  to  him  about  how  she  is  progressing 


How  long  have  you  known  Bernie? 

I've  known  Bernie  about  a  year  and  a  half, 
and  I'm  one  of  three  educational  tutors  who 
work  with  her  at  Sense  East;  the  others  are 
Suzanne  Riches  and  Janice  Greatrex.  She 
comes  to  me  for  help  with  literacy  and 
information  technology,  and  has  all  her  physio 
and  physical  activities  at  the  Manor  House. 

What  are  the  challenges  she  faces? 

Bernie  has  cerebral  palsy,  has  been  deaf  from 
birth  but  has  reasonably  good  sight.  She  has 
always  been  wheelchair-bound  and  has 
always  been  dependent  on  the  help  of  her 
mother  and  close  family  as  well  as  staff. 
Bernie  is  unusual  in  that  she  has  profound 


physical  disabilities,  but  is  very  high 
functioning  in  many  other  ways.  She's  very 
aware  of  what  is  going  on  around  her,  is  very 
sociable  and  likes  interacting  with  people.  She 
has  good  understanding  of  signed 
communication  although  she  can't  use  it 
herself,  and  demonstrates  her  understanding 
by  giving  yes  or  no  answers.  She  came  to 
Sense  because  of  the  specialist  help  we  can 
offer  in  terms  of  communication. 

Is  it  difficult  for  Bernie  to  use  the 
computer? 

Bernie  so  much  wants  to  express  herself.  She 
has  found  it  quite  frustrating  working  on  the 
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computer  sometimes,  but  she  works  so  hard  at 
it.  It's  physically  difficult  for  her  to  use  the 
tongue  switch,  and  to  coordinate  her 
movements  because  she  has  a  lot  of 
uncontrolled  spasms,  but  her  need  to 
communicate  is  greater  than  that.  Sometimes 
she'll  be  really  hot,  really  uncomfortable, 
finding  it  really  difficult,  but  she  won't  want 
to  stop,  because  its  her  way  of  expressing 
herself.  Her  desire  to  communicate  and  make 
contact  with  people  is  very  strong. 

What  are  the  types  of  communication 
she  uses  and  understands? 

In  the  past,  Bernie  didn't  receive  a  lot  of 
signing  from  the  people  looking  after  her, 
although  her  mother  and  family  used  to  sign 
to  her  to  some  extent.  So  when  she  came  to  us 
she  understood  a  reasonable  number  of  signs 
but  this  needed  working  on.  She  also  lip  reads 
and  uses  social  cues  to  understand  what  is 
going  on  around  her. 

I  think  now  that  the  best  thing  for  her 
communication  needs  is  that  she  can  learn  to 
use  new  technology  and  portable 
communication  aids  in  a  signing 
environment,  so  she  can  understand  what  is 
going  on  around  her,  and  also  be  able  to 
express  herself. 


How  does  the  technology  work? 

It  was  decided  that  a  tongue  switch  would  be 
the  best  option  for  Bernie.  She  wears  a  form  of 
hat,  and  then  has  a  switch  in  her  chin  strap 
which  she  activates  with  her  tongue  -  for  vyes' 
she  sticks  her  tongue  out,  for  vno'  she  presses 
her  lips  together. 

This  sends  an  infra  red  signal  to  a  a  receiver 
which  can  communicate  with  the  computer. 
The  software  works  on  the  basis  of  a  pyramid 
of  grids,  so  that  using  a  scan  Bernie  can  select 
a  particular  column  on  the  computer  screen. 
The  scan  then  moves  down  the  column  so  she 
can  reach  the  selection  she  wants,  and  in  time 
she  should  be  able  to  have  an  infinite  number 
of  selections,  driven  by  her  yes /no  response 
on  the  chin  strap.  Potentially  she  should  be 
able  to  find  any  piece  of  language  or  text  to 
express  what  she  wants  to  say. 

We  are  also  working  on  giving  her  enough 
language  and  literacy  skills  so  that  she  can  use 
the  pyramid  of  grids,  so  that  she  understands 
what  she  is  selecting.  So  if  she  wants  to  say  T 
feel  thirsty'  for  example,  then  she  needs  to 
understand  how  to  work  the  technology,  but 
also  to  be  able  to  read  the  words  T  feel  thirsty' 
to  understand  what  that  actually  means.  In 
the  past,  Bernie  only  used  symbol  based 
communication,  but  she  is  very  motivated  to 
learn  language  and  to  learn  how  to  read. 
Eventually  with  some  form  of  portable 
communication  aid  she  will  probably  use 
some  combination  of  words  and  symbols. 


'Bernie's 
desire  to 
communicate 
and  make 
contact  with 
people  is 
very  strong' 
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When  someone  like  Tracey 
meets  someone  like  Tom  - 

the  story  of  an  intervenor  service 

Liz  Hodges  from  Hertfordshire  Education  Authority's 

Advisory  Teacher  Service  wrote  to  us 

about  the  authority's  intervenor  service 


Hertfordshire  Education  Authority  was 
one  of  those  which  did  not  receive 
money  from  the  GEST  bids  but 
nevertheless  has  worked  very  hard  at 
improving  its  services  to  its  deafblind  children 
and  support  for  the  staff  who  work  with 
them.  There  is  an  advisory  teacher  for 
deafblind  children  and  specialist  services  have 
included  providing  equipment  for  deafblind 
students  studying  for  GCSEs  and  providing 
training  and  help  for  teachers  who  work  with 
children  with  severe  learning  difficulties. 
For  several  years  now,  the  very  special 
needs  of  children  with  congenital  or  early 
deafblindness  have  been  recognised  and, 
where  appropriate,  interveners  have  been 
provided  to  work  on  a  one-to-one  basis  with 
these  children.  From  the  first,  high  standards 
were  insisted  upon  and  interveners  were 
given  initial  training  and  then  regular  follow- 
up  and  support  work,  to  ensure  that  they 
understood  the  very  different  role  that  an 
intervenor  has  with  a  deafblind  child  from 
that  of  a  classroom  assistant.  The  advisory 
teacher  for  deafblind  children  gives  individual 
advice  and  support,  and  all  of  Hertfordshire's 
intervenors  meet  regularly  to  chat  over  issues 
and  to  receive  further  training.  They  have  an 
informal  as  well  as  a  formal  support  network. 
The  work  of  the  intervenor  requires  that  he 
or  she  is  prepared  to  experiment,  take 
initiative,  suggest  ideas,  work  as  part  of  a 


team  -  and  use  his  or  her  nous!  Intervenors 
work  in  individual  ways,  responding  to  the 
highly  individual  and  particular  needs  of  the 
children  they  work  with.  Some  have  been 
employed  from  other  jobs  within  the  school, 
but  more  have  had  no  previous  experience  in 
the  field. 

Tracey  had  been  a  dinner  lady  when  she 
responded  to  the  advertisement  for  an 
intervenor  for  Tom.  Tom  is  a  13-year-old 
student  who  attends  a  school  for  children  with 
severe  learning  difficulties.  He  has  a  profound 
hearing  loss  and  a  severe  visual  impairment. 
As  well  as  this,  he  has  physical  difficulties  and 
he  functions  as  a  child  with  a  severe  learning 
difficulty.  Such  children  often  challenge  the 
most  experienced  educators,  so  it  was 
especially  pleasing  to  find  that  Tracey  took  her 
task  to  heart  and  begun  to  try  new  things  for 
Tom,  experimenting  with  different  ways  of 
accessing  the  curriculum  and  using  her 
considerable  (and  previously  hidden?)  skills  to 
find  things  that  will  interest  him.  In  the 
following  piece,  she  describes  how  she  heard 
some  information  in  her  training  and  applied 
it  to  her  situation  with  Tom,  and  eventually, 
saw  results.  (Oh  yes,  intervenors  have  to  be 
patient,  too.) 

Liz  Hodges 

Advisory  Teacher  Services, 

Hertfordshire  County  Council 


'Intervenors  work  in 
individual  ways, 
responding  to  the  highly 
individual  and  particular 
needs  of  the  children 
they  work  with' 
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Tracey  Alexander  writes... 


EDUCATION  ► 


Last  year,  I  attended  a  five-day  Intervenor 
course  at  Sense  in  Birmingham.  As  part  of 
my  training  I  had  a  tutorial  on 
communication  methods.  The  tutor  gave  me 
some  information  about  using  textured 
communication,  a  system  developed  in 
America  and  geared  towards  people  with 
severe  learning  disabilities  including  both  a 
hearing  and  visual  impairment.  This  system 
runs  alongside  other  methods  of 
communication  such  as  objects  of  reference, 
signing  and  so  on,  but  can  be  used  to  give 
the  opportunity  of  choice. 

I  took  the  idea  back  to  school  and  it  was 
decided  that  it  would  be  useful  for  Tom  as  a 
way  to  give  him  the  opportunity  to  choose, 
initially,  between  two  drinks.  In  the  past, 
choice  had  been  basic  -  Tom  either  accepted 
something  or  refused  it. 

Before  starting  the  new  system,  an 
assessment  for  tactual  preference  was 
necessary  so  that  I  did  not  offer  a  texture  that 
Tom  did  not  like  the  feel  of  and  so  would  not 
choose  anyway.  The  assessment  was  done 
over  a  period  of  weeks  and  a  number  of 
different  textures  were  offered,  like  silk, 
hessian,  cork  and  wool.  It  was  decided  that 
hessian  and  felt  would  be  the  two  best 
textures  to  use.  The  hessian  would  represent 
blackcurrant  squash  and  the  felt,  orange 
squash.  I  made  three  boards  to  cover  the  tray 
for  Tom's  wheelchair,  one  covered  with 
hessian,  one  with  felt  and  one  a  mixture  of  the 
two  -  this  one  being  the  'choice'  board. 

Since  then,  every  school  day  I  have  offered 
Tom  a  choice  using  the  same  actions  every 
time  to  encourage  anticipation.  After  the  tray 
is  put  on  the  wheelchair  I  present  Tom's  cup 
to  him  to  tell  him  it  is  time  for  a  drink.  I  put 


the  choice  board  on  the  tray  and  guide  his 
hand  across  the  two  textures  asking  him 
which  drink  he  would  like.  I  leave  his  hand 
between  the  two  textures  and  wait  for  him  to 
move  his  hand.  Once  a  choice  has  been  made  I 
give  him  the  drink  and  exchange  the  choice 
board  for  the  texture  board  to  reinforce  his 
decision. 

The  first  time  I  saw  any  real  recognition  was 
six  months  after  beginning  the  system.  Tom 
moved  his  hand  to  the  felt  side  and  left  it 
there  for  about  30  seconds.  But  after  about 
three  weeks  he  did  revert  back  to  moving  his 
hand  away,  so  we  had  to  start  all  over  again.  I 
did  feel  a  little  disappointed  and  it  would 
have  been  so  easy  to  give  up  the  idea. 

We  persevered,  however,  and  six  months 
later  we  were  rewarded  when  I  felt  Tom  made 
a  definite  choice  of  drink.  Before  I  could  finish 
the  usual  routine,  Tom  pulled  his  hand  away 
and  placed  it  on  the  hessian  side.  Every  day 
since  then  he  has  made  a  regular  choice, 
varying  the  flavour  of  drink  he  wants.  He 
even  remembers  after  weekends  and  short 
holidays,  and  only  needs  a  little  prompting 
after  longer  holidays. 

As  well  as  being  a  major  breakthrough  for 
Tom,  it  has  also  given  us  a  good  indication  of 
how  long  it  takes  him  to  learn  something.  We 
hope  to  develop  the  use  of  textured 
communication,  slowly,  allowing  Tom  to 
choose  between  two  activities  -  music  and 
playdough.  It  is  hoped  that  by  keeping  things 
relevant  to  him,  Tom  will  continue  to  show  an 
interest  and  this  method  will  open  up  doors  of 
opportunity  for  him. 

Tracey  Alexander 


A  very  special  award.. 

The  Oscar  Myers  award  is  given  each  year  by  Sense  for  major 
contributions  in  the  education  of  deafblind  children. 


This  year,  Her  Royal  Highness  The  Princess  Royal 
presented  the  award  to  Jonathan  Griffiths. 

Jonathan  has  made  a  major  contribution  to  the  field  of 
education  for  young  deafblind  people  since  he  started 
work  for  the  Royal  National  Institute  for  the  Blind  in  1981, 
as  National  Education  Adviser.  He  set  up  the  first  network 
among  schools  working  with  deafblind  children  -  this  is 
now  a  well  established  national  network  organised  by 


Sense.  This  contribution,  combined  with  his  support  for 
the  most  successful  GEST  consortia  in  Staffordshire, 
Shropshire  and  Hereford  and  Worcestershire  demonstrates 
his  pioneering  spirit  and  commitment. 

Jonathan  has  now  retired  from  RNIB  and  his  base  at 
RNIB's  Condover  Hall  School  -  and  we  wish  him  well. 
His  influence  will  continue  through  his  published  writing. 
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The  Scent  System 


Jane  Roberts  from 

And  law  House, 

Sense  South  West 

writes  about  the 

way  aromatherapy 

oils  can  help  with 

communication 


Sense  opened  its  first  home  in  the  South 
West  -  Andlaw  House  -  in  1994,  for  ten 
deafblind  and  rubella  damaged  adults 
ranging  in  age  from  17  to  40.  Before  any  of  the 
residents  arrived  at  Andlaw  House,  a  number 
of  issues  had  to  be  discussed  and  policies 
written  before  our  registration  procedure 
could  go  ahead.  One  of  the  main  issues  was 
communication  with  deafblind  people. 
Communication  is  the  exchange  of 
information  by  any  means  possible  -  so  the 
use  of  sign  language,  pictures,  drawings, 
objects  of  reference  (for  example,  holding  a 
sponge  would  indicate  a  bath  or  shower)  or 
any  other  means  of  communication  would  be 
used.  This  is  ideal  when  you  are  planning  an 
activity,  but  how  can  you  make  people  who 
have  multi-sensory  impairments  understand 
such  concepts  as  days  of  the  week? 

Setting  up  a  scent  system 

After  great  discussion,  myself  -  Jane  Roberts  - 
Unit  Leader,  Anna  Dowling  -  Personnel 
Officer  and  Shaun  Gibbons  -  Centre  Manager 
came  up  with  an  idea:  'Could  we  use 
different  scents  to  convey  different 
messages  to  deafblind  people,  by 
allocating  a  different  scent  to  a 
different  day  of  the  week?' 

The  right  oils 

Initially,  we  met  with  the  Body  Shop 
who  put  together  a  range  of 
perfumes  and  oils  that  we  could  use. 
The  first  problems  came  when  they 
decided  not  to  sell  a  particular  scent 
anymore,  and  as  it  was  exclusive  to 
Body  Shop,  we  couldn't  buy  it  anywhere 
else  either.  Further  discussions  were  held 
with  a  local  aromatherapist  -  Heather 
Lamacraft.  She  suggested  that  it  would  be 
better  to  use  only  pure  essential  oils,  rather 
than  scents  and  perfumes. 

Essential  oils  are  considered  to  be  the 
plant's  vegetable  hormones  and  are  extracted 
from  various  parts  of  the  plants.  The  use  of 
these  organic  essences  is  called  aromatherapy 
which  is  used  for  healing  purposes  and  the 
maintenance  of  vitality. 

As  we  looked  at  this,  it  became  apparent 
that  if  we  were  going  to  use  this  system  then 
only  certain  oils  would  be  suitable.  Before 
using  any  essential  oil  it  is  advisable  to  seek 
the  help  of  a  trained  aromatherapist,  as  use  of 
some  essential  oils  can  cause  some  people  to 
have  severe  allergic  reactions.  For  example, 
fennel  oil,  which  is  extracted  from  the  crushed 


seeds  of  the  fennel  plant  should  not  be  used 
during  pregnancy  or  by  or  with  people  who 
have  epilepsy,  as  in  some  cases  it  has  been 
known  to  induce  labour  and  epileptic 
seizures.  The  same  is  true  of  rosemary  oil. 

An  oil  a  day 

Eventually  we  decided  which  oils  should  be 
used  on  which  days  of  the  week.  These  were: 

MONDAY  -  BERGAMOT 
This  oil  is  from  the  rind  of  a  small  orange- 
like fruit,  native  to  Italy.  It  is  used  for  a 
variety  of  problems,  one  being  a  cure  for 
that  'Monday  morning  feeling'. 

TUESDAY  -  MANDARIN 
This  oil  is  extracted  from  the  peel  of  the  ripe 
fruit  of  the  citrus  tree.  The  oil  is  used  to 
relieve  stress,  restlessness  and  nervous 
tension. 

WEDNESDAY  -  LEMON 

Again,  this  oil  is  extracted  from  the  rind  of 
the  fruit.  In  aromatherapy,  it  is  used  for 
energising  the  body  and  boosting 
circulation. 

THURSDAY  -  SANDALWOOD 
The  oil  is  extracted  from  the  roots  and 
heart  wood  of  the  tree.  It  is  especially 
good  for  tension,  stress  and  emotional 
problems. 

FRIDAY  -  LIME 

This  oil  is  also  extracted  from  the  peel 
of  the  fruit  but  unlike  the  other  oils  it  is 
extracted  when  the  fruit  is  unripe.  It  is 
used  in  aromatherapy  for  the  treatment 
of  mental  exhaustion,  energising  the 
body  and  to  encourage  circulation. 

SATURDAY  -  LAVENDER 
This  is  probably  one  of  the  best  known  oils 
and  is  extracted  from  the  flowering  tips  of 
the  evergreen  shrub.  It  is  usually  the 
number  one  choice  for  the  first  aid  kit  at 
home,  and  is  used  for  aches  and  pains, 
relaxation  and  restlessness. 

SUNDAY  -  ROSE 

This  is  the  most  famous  of  the  flowers,  and 
the  oil  comes  from  the  petals.  It  is  used  as 
an  anti-depressant  and  will  give  an  overall 
feeling  of  wellbeing. 
Some  of  the  oils  sound  similar.  For  example, 

Bergamot  and  Mandarin  both  come  from  the 

rind  of  an  orange.  However,  their  scent  from 

the  essential  oil  is  quite  different. 

Diffusing  the  oils 
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Lavender  is  the  only  essential  oil  that  can  be 
used  undiluted,  as  it  is  so  gentle.  The  others 
must  be  diluted  with  a  sweet  almond  oil,  which 
is  usually  used  as  a  massage  base.  Also,  the 
citrus  oils  have  to  be  used  with  caution  and 
anyone  having  these  oils  applied  must  not  be 
exposed  to  strong  sunlight  immediately 
afterwards. 

It  was  decided  that  the  oils  would  be  placed 
on  aromatherapy  diffusers  around  the 
building,  so  that  the  'scent  of  the  day'  could 
be  gently  released  into  the  air  throughout 
the  day. 

It  was  also  decided  that  staff 
who  came  into  the  building 
would  wear  the  scent  of  the  day 
adding  to  the  scent  which  was 
already  being  diffused 
throughout  the  building. 

Colour  code 

We  established  a  number  of  rules  for 
using  essential  oils.  For  example,  they 
should  never  be  taken  internally,  should 
be  kept  away  from  the  eye  area,  and 
should  not  be  placed  directly  onto  the  skin  as 
their  properties  are  so  strong.  However,  if  they 
were  diluted  with  almond  oil,  the  scent  would 
become  weak  and  it  would  be  pointless  a 
member  of  staff  wearing  it.  Therefore  it  was 
decided  that  along  with  the  scent  there  would 
be  colour  coded  pieces  of  felt  -  a  material 
which  absorbed  the  oil  and  didn't  make  it 
greasy  yet  still  retained  the  scent.  Nicky 
Martin  -  Education  Services  Assistant 
Manager  -  arranged  a  colour  code  for  the  felt 
pieces  as  follows: 

MONDAY  -  BERGAMOT  -  GREEN 

TUESDAY  -  MANDARIN  -  ORANGE 

WEDNESDAY  -  LEMON  -  YELLOW 

THURSDAY  -  SANDALWOOD  -  BLUE 

FRIDAY  -  LIME  -  PURPLE 

SATURDAY  -  LAVENDER  -  BROWN 

SUNDAY  -  ROSE  -  RED 

The  boxes  of  felt  and  bottles  of  oils  were 
placed  in  individual  sealed  boxes  and  placed 
in  the  foyer  of  the  building  where  all  staff 
enter  the  building.  This  ensured  that  everyone 
saw  the  boxes  when  they  started  their  shift  at 
work.  The  member  of  staff  would  place  a  spot 
of  oil  on  the  felt  and  then  clasp  it  onto  a 
keyring  which  they  would  wear  for  the  time 
that  they  were  at  work. 

As  these  boxes  were  such  a  feature,  a 
painting  was  hung  above  the  boxes  explaining 
the  scent  system  to  any  visitors  to  Andlaw 
House. 

Different  ways  of  using  the  oils 


Since  this  scent  system  started,  we  have 
introduced  different  ways  of  using  these 
essential  oils  with  Maggie  Grainger,  our 
session  tutor  for  massage. 

1.  MASSAGE 

For  massage,  the  essential  oil  must  be  diluted 
with  a  base  oil,  such  as  sweet  almond  oil. 
There  should  be  six  mis  of  base  oil  to  two  to 
three  drops  of  essential  oil. 

Massage  is  very  important  for 
multi-sensory  impaired  people  to  help  them 
to  relax.  Whenever  a  massage  session 
takes  place,  they  are  massaged  with  the 
scent  of  the  day. 

2.  AROMATIC  BATHS 

If  six  drops  of  essential  oil  are 
placed  in  a  bath  the  nerve 
endings  of  the  skin  will  be 
stimulated  and  can  help  soothe 
and  revitalise  the  body.  But  care 
must  be  taken  when  a  person  is 
getting  out  of  a  bath  as  the  oil  can 
tend  to  make  the  surface  of  the  bath  slippery. 

3.  MORNING  INTRODUCTIONS 

As  a  way  of  introducing  our  residents  to  the 
day,  they  are  presented  with  a  box  containing 
felt  with  the  essential  oil  of  the  day  on  it.  In 
this  way,  we  are  reinforcing  the  scent  at  all 
times. 

Some  of  our  residents  find  it  very  hard  to 
comprehend  the  days  of  the  week  and  we 
have  discovered  that  through 
developing  this  system,  our 
residents  have  woken  in 
the  morning  to  smell  a 
certain  essential  oil  and 
have  remembered  that 
on  that  day,  certain 
activities  will  take 
place.  For  example,  on 
Monday  when 
Bergamot  is  diffused 
throughout  the  building 
they  realise  that  they  will 
go  to  the  gym  and  in  the 
afternoon  go  swimming. 

When  all  the  communication  needs  of  a 
deafblind  person  are  considered  you  can  see 
that  to  give  someone  as  much  information  as 
possible  you  have  to  go  beyond  the  level  of 
speech  and  signing.  You  have  to  draw  on  all 
the  remaining  senses  and  try  to  heighten  them 
to  a  degree  which  becomes  communication. 

Of  course  we  still  have  a  few  problems  - 
when  there  is  a  strong  curry  cooking  in  the 
kitchen,  for  example,  but  at  least  the  message 
is  the  same  -  it  is  now  time  for  dinner! 
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Curriculum  Access  for  Deafblind  Pupils  - 
The  SENSE/DfEE  Research  Project 


Laura  Pease  writes 

about  a  special 

research  project 

into  access  to  the 

school  curriculum 

for  deafblind  pupils 


Background 

From  1992/95,  the  DfEE  funded  a  GEST  project 
supporting  the  education  of  deafblind  children. 
As  part  of  the  follow-up  to  this  exciting  project, 
Sense  and  the  DfEE  funded  a  research  project 
investigating  the  ways  in  which  teachers  enable 
deafblind  pupils  to  access  the  school 
curriculum.  The  research  was  carried  out  by  a 
team,  based  at  the  University  of  London 
Institute  of  Education,  which  is  involved  in 
training  teachers  of  deafblind  children  -  Jill 
Porter,  Olga  Miller  and  Laura  Pease  (whose 
'day  job'  is  at  Whitefield  Schools).  This  article 
gives  an  outline  of  the  research  project,  but  for 
a  full  understanding  of  what  in  the  event  were 
quite  complex  findings,  it  is  of  course  necessary 
to  read  the  full  report. 

Aims 

The  research  was  concerned  with  deafblind 
pupils,  that  is  those  with  impairments  of  both 
hearing  and  vision  (clinically  or  functionally 
assessed),  althougKour  findings  may  well  have 
relevance  to  the  wider  group  of  MSI  pupils 
who  also  benefited  from  the  GEST  project. 
The  aims  of  the  research  were: 

•  to  gather  information  on  the  range  of 
strategies  used  by  teachers  working  with 
deafblind  pupils; 

•  to  identify  how  teachers  make  decisions 
about  the  strategies  they  use; 

•  to  examine  the  effectiveness  of  the  different 
strategies  used  with  different  pupil  groups; 

•  to  collect  detailed  case  study  material  to 
illustrate  the  use  of  effective  strategies; 

•  to  provide  a  report  based  on  quantitative 
and  qualitative  data. 

Methodology 

Sense  and  the  DfEE  had  provided  the 
researchers  with  a  clear  and  fairly  detailed 
brief,  which  we  were  able  to  follow  in  the 
research  design. 

Our  first  step  was  to  establish  a  'small  team' 
of  eight  experienced  teachers  of  deafblind 
children,  based  in  different  regions  of  the 
country  and  mainly  involved  in  specialist 
support  work.  Between  them,  the  'small  team' 
recruited  and  supported  57  classroom  teachers 
who  each  provided  information  on  one  or  two 
deafblind  children  (82  children  in  total).  Each 
teacher  completed  a  general  questionnaire  on 
curriculum  planning,  provided  detailed 
information  about  the  pupils  involved  in  the 
project  and  then  filled  out  a  'teaching  log' 
which  detailed  the  strategies  used  during  a 
week's  lessons  with  those  pupils  and  described 


the  pupils'  response  to  each  activity.  This  of 
course  represented  an  enormous  amount  of 
work  for  the  'small  team'  and  for  the  class 
teachers,  all  of  which  had  to  be  fitted  in 
alongside  the  normal  demands  of  the  working 
day.  We  are  immensely  grateful  to  them  for  the 
quality  and  quantity  of  information  provided. 
We  are  also  grateful  to  those  teachers  who 
piloted  the  original  materials  and  gave  us  some 
very  useful  feedback. 

The  teaching  logs  covered  1,731  teaching 
sessions!  These  were  analysed  as  follows: 
i.     in  terms  of  the  strategies  used; 
ii.    in  terms  of  the  needs  of  the  pupils  -  their 
assessed  level  of  vision  and  hearing  and  the 
type  of  provision  in  which  they  were  based, 
whether  this  was  mainstream,  a  sensory 
provision  (which  might  be  a  school  for 
pupils  with  an  impairment  of  either  vision 
or  hearing  or  a  specialist  deafblind  unit  or 
class)  or  another  special  provision; 
iii.  in  terms  of  the  type  of  curriculum 

followed  by  each  pupil.  After  much  debate 
with  our  'small  team'  about  terminology, 
we  identified  three  broad  categories: 
pupils  working  at  age-appropriate  levels 
within  the  National  Curriculum,  pupils 
who  needed  significant  modification  to  the 
National  Curriculum,  and  those  accessing 
the  National  Curriculum  via  a 
'developmental'  approach; 
iv.   in  terms  of  the  teacher's  evaluation  of  each 
session.  This  enabled  us  to  identify  those 
strategies  associated  with  'successful' 
sessions  as  a  means  of  judging  their  effective- 
ness (The  stringent  criteria  used  to  measure 
effectiveness  is  detailed  in  the  full  report.) 

Results  and  conclusions 

The  pupils 

Data  was  provided  on  45  boys  and  37  girls,  70 
per  cent  of  whom  were  within  the  nursery  or 
primary  age  range.  Nine  of  these  pupils  were 
placed  in  mainstream  schools,  20  in  sensory 
provision  and  54  in  other  special  schools  (SLD 
or  PH).  As  we  might  expect,  the  majority  of 
the  pupils  had  some  useful  vision  and  hearing 
(see  full  study  for  definition),  with  only  nine 
per  cent  assessed  as  having  little  or  no  use  of 
either  distance  sense.  A  significant  number  of 
children  had  additional  difficulties,  the 
majority  of  these  having  some  degree  of 
physical  impairment.  About  half  the  pupils 
(42)  were  said  by  their  teachers  to  be  working 
within  level  1  of  the  National  Curriculum  and 
gaining  access  via  a  developmental  approach, 
while  nine  pupils  were  working  at  an  age- 
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appropriate  level  and  29  receiving  a  modified 
National  Curriculum. 

Other  results  will  be  discussed  as  they  relate 
to  our  original  aims.  However  (at  the  risk  of 
over-stressing  this  article's  role  as  a  trailer  for 
the  full  report!),  it  is  worth  noting  that  the 
data  submitted  provided  an  enormous 
amount  of  information  covering  a  'week  in  the 
life'  of  deafblind  education  and  raised  a 
number  of  interesting  issues,  including  the 
impact  of  various  types  of  training  on 
teachers'  perceptions  of  their  lessons,  pupil 
groupings  and  staff:  pupil  ratios,  the  content 
of  the  curriculum  delivered,  and  the 
relationship  between  the  National  Curriculum 
and  other  curriculum  approaches  and 
structures  which  have  influenced  deafblind 
education  in  this  country. 

The  range  of  strategies  used 

Teachers  identified  145  strategies  in  total, 
which  we  divided  into  2  broad  categories  and 
11  sub-groups  (see  below).  Pedagogic 
strategies  included  those  based  around 
specific  outcomes  (for  example,  physical 
prompts),  various  types  of  formal 
communication  such  as  signing  or  print  or  the 
development  of  agency  by  the  pupil  (for 
example,  offering  choices,  exploration). 
Organisational  strategies  might  focus  on 
visual  access,  for  example  by  appropriate 
lighting  or  positioning  or  structure  (such  as 
use  of  routines  of  one-to-one  teaching). 

The  most  popular  strategies  are  listed  below 
-  each  was  used  by  over  50  per  cent  of  the 
teachers  who  took  part  in  the  project. 

Further  analysis  shows  that  strategy  use 
varies  between  the  three  types  of  school,  with 
signing  and  choice  making  mentioned  by 
most  teachers  in  sensory  settings,  physical 
prompts  and  speech  in  SLD  and  PH  schools 
and  demonstration  and  physical  positioning 


in  relation  to  sound  the  most  commonly 
named  by  teachers  in  mainstream  schools. 

We  do  not  suggest  that  all  the  145  strategies 
quoted  are  specific  to  deafblind  education. 
They  can  be  divided  between  general 
strategies  which  may  be  useful  with  all  the 
children  in  a  particular  group  and  specialist 
deafblind  strategies. 

The  decision  making  process 

We  analysed  information  from  the 
questionnaires  and  teaching  logs.  Teachers  listed 
a  range  of  factors  which  they  took  into  account 
when  choosing  the  appropriate  strategies  to  use 
in  a  teaching  session.  These  included  the 
physical  environment,  the  pupil's  level  of 
hearing  and  vision,  staffing  and  pupil 
motivation.  Most  factors  quoted  referred  to  pupil 
need  as  opposed  to  issues  within  the  curriculum. 
Again  more  detail  is  given  in  the  full  report. 

Analysis  of  the  teaching  logs  revealed  that 
the  choice  of  strategies  was  affected  by  the 
setting  in  which  a  pupil  was  placed  and  by 
the  training  which  teachers  had  received. 
Significantly,  teachers  who  had  received  a 
significant  amount  of  specialised  training 
were  more  likely  to  know  and  use  the  more 
specifically  deafblind  strategies  such  as  those 
drawn  from  the  work  of  van  Dijk. 

The  effectiveness  of  strategies  for  different 
groups  of  pupils 

It  is  important  to  distinguish  between 
strategies  which  are  merely  common  and  those 
which  are  actually  effective.  We  used  the 
teachers'  evaluation  of  individual  sessions  to 
calculate  those  strategies  which  tended  to  be 
associated  with  successful  rather  than 
unsuccessful  outcomes. 

Analysing  the  effectiveness  of  strategies  in 
relation  to  curriculum  approach  showed  that 
different  strategies  were  effective  with  each  of 
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the  three  groups  of  pupils.  For  those  pupils 
receiving  a  developmental  approach  to  the 
National  Curriculum,  choice-making,  objects 
of  reference  and  signing  were  most  likely  to 
be  used  in  successful  sessions.  For  pupils 
receiving  a  modified  National  Curriculum,  the 
strategies  rated  as  most  effective  are  objects  of 
reference,  musical  prompts,  speech  and 
signing.  For  pupils  working  at  an  age- 
appropriate  level  of  the  National  Curriculum, 
physical  positioning  in  relation  to  hearing  and 
vision,  and  speech  are  rated  as  effective, 
although  aspects  of  the  data  mean  that  this 
last  comment  should  be  treated  with  caution. 
We  had  hoped  to  explore  the  effectiveness 
of  various  strategies  in  relation  to  different 
areas  of  the  curriculum,  but  in  the  event  this 
was  not  possible.  Two  main  difficulties 
prevented  such  an  analysis: 
i.     It  was  not  possible  to  link  the  logs  of 
individual  sessions  to  specific  curriculum 
areas  in  any  consistent  way  across  our 
sample.  Given  the  different  school  policies 
involved  and  the  range  of  pupils  covered 
by  the  study,  it  is  perhaps  not  surprising 
that  a  wide  range  of  different  terms  was 
used  when  allocating  sessions  to 
curriculum  areas.  Further,  many  sessions 
addressed  more  than  one  curriculum  area 
and  thus  the  strategies  used  could  not  be 
confidently  assigned  to  a  specific  subject, 
ii.    Many  of  the  strategies  identified  turned 
out  to  be  'metastrategies'.  In  other  words, 
they  were  used  across  the  whole  of  a 
pupil's  timetable,  whatever  the  specific 
curriculum  area(s).  This  is  true  of  the 
majority  of  the  most  common  strategies 
such  as  objects  of  reference  or  signing. 
There  is  some  evidence  that  particular 
strategies  were  more  likely  to  be  effective  in 
particular  school  settings,  with  pupils  in 
particular  age  groups  and  with  the  small 
number  of  pupils  whose  sensory  impairments 
were  most  severe. 

Case  studies 

Four  case  studies  are  presented  in  depth  and 
three  further  studies  provide  snapshots  of 
particular  activities.  These  illustrate  how 
specialist  strategies  can  be  used  in  particular 
contexts,  and  in  particular  how  they  can  be 
used  in  combination  to  meet  the  needs  of 
individuals.  It  is  interesting  that  they  highlight 
the  way  in  which  one  strategy  can  be  varied 
in  different  contexts.  For  example,  physical 
contact  may  be  used  for  reassurance  and  to 
promote  early  communicative  behaviours,  as 
a  way  of  giving  information  through  tactile 
cues  or  to  prompt  desired  behaviour. 

The  research  report 

As  stated  above,  the  full  report  has  recently 
been  published.  We  have  aimed  to  provide  both 
quantitative  data  in  the  form  of  analysis  of  the 
main  variables  and  qualitative  data  in  the  form 


of  discussion  and  case  studies.  Dissemination 
sessions,  both  formal  and  informal,  will  also  be 
arranged  via  Sense  and  DfEE.  We  are 
particularly  keen  that  those  teachers  and 
classroom  staff  whose  hard  work  provided  the 
data  on  which  the  report  is  based  should  reap 
as  much  benefit  as  possible  from  a  presentation 
and  discussion  of  the  research  conclusions. 

Implications 

Further  research 

Deafblind  education  has  been  desperately 
under-researched  in  this  country  and  it  is 
perhaps  inevitable  that  any  attempt  to  address 
the  field  will  leave  the  researchers  feeling  that 
there  are  more  questions  raised  than  have 
been  answered.  In  particular,  we  see  the  need 
for  further  work  in  the  following  areas: 

•  to  study  the  most  effective  strategies  in 
more  detail; 

•  to  look  at  the  'meta-strategies',  which  are  bv 
their  very  nature  long-term,  and  consider 
how  their  effectiveness  might  be  evaluated 
over  time; 

•  to  try  to  unpack  the  decision  making 
process  further,  perhaps  through  further 
and  more  detailed  case  studies,  or  by 
targeting  specific  curriculum  areas. 

Curriculum/policy  development 

Among  the  issues  highlighted  in  this  study  has 
been  the  need  for  further  consideration  of  how 
the  National  Curriculum  can  best  be  addressed 
with  deafblind  pupils  and  specifically  how  the 
content  of  the  National  Curriculum  interacts 
with  other  curriculum  models  and  with  the 
additional  curriculum  content  identified  as 
important  for  deafblind  pupils.  Our  data  gives 
some  interesting  ways  of  structuring  the  whole 
curriculum  but  suggests  the  need  for  further 
guidance  in  this  area. 

The  effective  strategies  identified  have 
implications  for  classroom  organisation 
(specifically  staff:  pupil  ratios)  which  mav 
have  some  impact  on  educational  planning  for 
this  pupil  group. 

Training 

This  piece  of  research  has  again  highlighted 
the  complex  nature  of  programme  planning 
for  deafblind  pupils  and  the  wide  repertoire  of 
strategies  on  which  teachers  may  draw.  This 
has  implications  for  training  at  both  local  and 
national  levels  and  for  those  involved  in 
identifying  competencies  for  teachers  at  all 
stages  in  their  careers. 

Finally,  the  researchers  would  again  like  to 
place  on  record  their  gratitude  to  the  'small 
team'  for  their  involvement  in  this  project,  to 
all  the  teachers  and  support  staff  who 
patiently  completed  the  paperwork,  to  the 
schools  and  services  whose  co-operation  was 
invaluable  and  to  Sense  and  the  DfEE  for 
initiating,  funding  and  steering  the  project. 

Laura  Pease  January  1997 
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Ushering  in  a  new  life  at  University 

This  year,  the  pressure  to  gain  a  place  at  college  or  university  before  the 
introduction  of  the  Government's  pay  as  you  learn'  deadline  has  been 
intense.  For  Usher  students  this  will  be  the  first  of  many  hurdles  they  will 
need  to  overcome  to  succeed.  The  Sypula  family  provide  a  few  learning 
points  drawn  from  their  experiences. 


Background 

Neither  of  our  boys  wishes  to  be  named.  The 
eldest  graduated  in  Business  &  Finance  at 
Leeds.  He  is  currently  awaiting  the  results  of  a 
post  graduate  marketing  diploma  and  is  now 
looking  for  a  career  in  marketing.  Our 
youngest  starts  Mechanical  Engineering  at 
September.  Both  have  Usher  2  with  the  RP 
component  diagnosed  5  years  ago  when  they 
were  16  and  13  respectively.  Both  are  fiercely 
independent  and  have  a  determined  'can  do' 
approach  to  life.  The  eldest  has  the  emotional 
support  of  his  fiancee,  who  he  is  to  marry  next 
October.  Both  rely  on  aural  communication. 

Learning  points 

Usher  people  and  their  families,  like  others 
with  severe  disabilities  have  to  address  other 
psychological  and  emotional  pressures  in 
addition  to  the  normal  practical  challenges  of 
student  life.  We  recognise  this  but  have 
focused  this  article  on  some  practical  aspects 
of  applying  for,  surviving  and  enjoying 
university  life. 

0  Early  diagnosis  and  acceptance  of 
Usher  is  crucial 

Both  boys  appreciated  being  told  they  have 
Usher.  It  gave  them  a  chance  to  plan  courses 
and  options  to  provide  optimum  working 
and  learning  potential,  and  skill  sets  to  better 
cope  with  premature  retirement. 

Q  The  location  can  make  a  difference 

The  multicultural  accents  of  staff  and  students 
in  London  cause  problems  for  the  eldest  -  as  a 
good  lip  reader  he  chose  Leeds  instead!  The 
other  relies  more  on  his  hearing  and  has 
problems  understanding  northern  accents,  so 
he  kept  his  choices  to  the  South. 

£  Push  for  suitable  practical 
accommodation 

Most  fresher  students  are  offered  "halls'  of 
residence  in  the  first  year.  Try  to  ensure  that 
the  flat  has  the  appropriate  access  and  exit 
arrangements.  Top  floor  flats  and  stairwells 


are  difficult  enough  for  the  sighted  to  use  at  3 
am.  In  a  panic  situation  they  present  an 
unnecessary  hazard  for  Usher  people  as  well 
as  friends  trying  to  guide  them  to  safety. 

A  key  factor  for  the  youngest  was 
accommodation  on  campus.  He  chose  Brunei 
as  it  has  accommodation,  lectures,  student  bar 
and  facilities  on-site  with  well-lit 
pedestrianised  access. 

Ask  the  Welfare  or  University  Disability 
Officer  to  arrange  to  fit  an  alarm  close  to  your 
room  if  you  are  unable  to  hear  the  existing 
ones  -  after  all  it  is  in  the  University's  interest 
as  well  as  students. 

£  Tutor  access  arrangements 

My  eldest  managed  to  negotiate  tutorials  and 
most  of  his  course  during  the  daylight  hours. 

Q  Funding 

If  you  qualify  for  a  maintenance  grant, 
however  small,  you  can  get  supplementary, 
non-income  related  grants  for  note-taking, 
typing,  equipment  etc.  Applications  to  focused 
charities  can  also  prove  beneficial.  Speak  with 
Mary  Guest  or  Marylin  Kilsby  at  Usher 
Services  for  up  to  date  details. 

Psychological  pressure 

Both  boys  feel  that  they  have  a  race  against 
both  time  and  light.  Both  feel  under  enormous 
pressure  to  'achieve'  as  quickly  as  possible. 
The  youngest,  whilst  waiting  for  his  A  level 
results  commented  "My  greatest  worry  is  that 
I  have  get  the  best  degree  possible  to  enable 
me  to  get  a  job  that  will  yield  a  reasonable 
pension  when  I  am  35.  I  don't  want  to  depend 
on  state  handouts  for  the  rest  of  my  life",  he 
added. 

We  are  immensely  proud  that  our  boys  are 
so  positive  but  worry  that  they  have  matured 
so  young  as  a  result  of  an  accident  of  birth. 
They  have  a  vision  for  the  future  that  has  no 
future  with  vision.  Few  sighted  students, 
academic,  or,  administrative  staff  will  have 
any  conception  of  the  additional  pressures 
Usher  people  have  to  cope  with.  We  hope  this 
articles  helps. 

Stephen  Sypula 
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The  Royal  School  for  Deaf  Students  at 
Margate  is  a  well  established  residential 
school  for  students  aged  4-19  years,  who 
have  a  functional  heamg  loss  predominantly 
within  the  severe  to  profound  range. 
Communication  is  achieved  through  British 
Sign  Language,  British  signs  supporting, 
spoken,  or  signed  English  and  developing 
forms  of  visual,  tactile  and  contextual 
communication  modes.  Methods  of  effective 
communication  are  developed  according  to 
the  individual  needs  of  each  student.  Within 
the  student  population  there  is  an  extensive 
ability  range,  with  an  equally  diverse  range  in 
complexity  of  individual  needs  and 
challenging  behaviour. 

The  following  is  our  concept  of  what  the 
introduction  of  a  National  Curriculum  meant 
to  our  students  and  ourselves: 

Equality  -  the  opportunity  to  be  involved  in  a 
standardised  approach  to  learning,  adapted  to 
be  delivered  through  the  systems  most  suited 
to  our  students'  individual  needs. 

Recognition  -  of  established  good  practices, 
already  the  norm  in  special  settings  but  new 
to  mainstream  education. 

Self  appraisal  -  the  chance  to  evaluate  current 
practices  and  to  assess  the  provisions  made 
for  the  delivery  of  programmes  within  the 
structure  of  the  school. 

Structure  -  the  opportunity  to  format  our 
strategies  and  procedures  onto  a  framework 
using  an  approach  and  language  common  to 
all  schools  in  Britain. 

Vision  -  to  provide  our  students  with  breadth 
and  depth  of  learning  through  challenging 
experiences  stimulated  by  a  realisation  that 
the  same  opportunities  for  learning  should  be 
made  available  to  all  students  in  the  education 
system. 

Focus  -  we  could  now  focus  all  that  we  had 
been  offering  to  our  students,  within  the 
parameters  of  a  national  organisational  plan 
and  gain  a  greater  perspective  of  where  we 
had  been  and  where  we  were  going. 


The  Introductory  Levels  of  the  National 
Curriculum 

A  basic  premise  of  the  National  Curriculum  is 


to  establish  a  system  whereby  students  can 
access,  assimilate  and  demonstrate  learning. 
Students  can  adapt  and  develop  that  learning, 
and  prgress  can  be  assessed  and  recorded 
through  recognised  standards  of  attainment, 
effort  and  achievement  can  be  acknowledged. 

We  obviously  wanted  the  same  for  our 
students,  however,  but  the  National 
Curriculum,  as  written  did  not  offer  this.  We 
needed  a  format  by  which  learning  coud  be 
accessed,  assimilated  and  demonstrated;  and 
the  vast  amount  of  developmental 
achievement  made,  could  be  recorded  and 
reported  to  the  Local  Authorities  and  to 
parents. 

The  Introductory  Levels  to  the  National 
Curriculum  were  formulated  following 
discussions  with  representatives  from  several 
other  schools  for  deaf  children.  The  resulting 
document  mirrors  the  National  Curriculum  in 
its  presentation  and  content.  It  has  a  three 
column  format.  The  first  column  contains  an 
outline  of  the  programme  of  study,  inclusive 
of  philosophies  and  rationales.  The  data  here 
gives  the  educator  a  sound  insight  and 
understanding  into  the  range  of  skills  being 
developed  and  gives  perspective  to  the  overall 
directin  of  the  content.  The  second  column 
contains  the  non-hierarchical  statements  of 
attainment.  Students  are  involved  in  each 
attainment  area  according  to  their 
developmental,  physical,  sensory  and  social- 
emotional  needs.  The  third  column  gives 
specific  examples  of  methodology  with  an 
awareness  ofthe  necessity  to  adapt  according 
to  age  and  functional  appropriateness.  (At  this 
stage  Introductory'  Levels  have  only  been 
developed  for  the  core  curriculum  subjects  of 
English,  Mathematics  and  Science.) 

Through  the  documentation  we  have  been 
able  to  describe  and  delineate  skill  tasks 
leading  into  Attainment  Targets  at  Key  Stage 
1,  and  have  recorded  in  detail,  the  breadth 
and  depth  of  the  learning  that  has  taken  place 
toward  this  end.  The  Introductory  Levels  are 
used  as  a  curriculum  base  by  students  at  our 
school  who  would  otherwise  have  merely  had 
recorded,  within  the  structure  of  National 
Curriculum,  the  sweeping  statement  that  they 
are  currently  "working  toward'  various 
attainment  targets  at  Key  Stage  1.  We  have 
also  been  able  to  build  up  detailed  profiles  of 
achievement  that  can  be  passed  along  with  the 
students  as  they  prgress  through  the  various 
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departments  at  our  school  and  beyond  if 
applicable. 

Evaluation  of  the  Introductory  Levels 
indicated  to  us  that  a  section  of  our  school 
community  was  still  not  being  provided  with 
realistic  achievable  targets.  These  students 
required  additional  input  at  a  level  that 
provided  them  with  a  solid  foundation  of 
skills  on  which  to  build  their  learning.  Thus 
we  began  work  on  what  was  to  become 
known  as  the  Foundation  Curriculum 
Document. 

Foundation  Curriculum  Document 

This  document  was  produced  after  a  series  of 
meetings  where  information  and  expertise 
were  shared.  Attending  these  meetings  were 
the  two  M.S.I,  teachers,  the  vision  advisor,  the 
intensive  intervention  teachers  from  the 
primary  and  secondary  departments  for 
students  with  additional  needs  and  the  speech 
and  language  therapist.  We  also  had 
organisational  and  administrative  input  from 
the  relevant  heads  of  department,  the 
physiotherapist  and  the  head  of  residential 
care. 

The  Foundation  Curriculum  covers  two 
areas  of  learning: 

a)  Communication,  and 

b)  Mobility/Movement 

It  too  is  designed  on  the  same  basic  outline  as 
the  National  Curriculum 

(Column  1.  -  Programmes  of  Study. 

Column  2.  -  Attainment  Targets. 

Column  3.  -  Examples  of  Methodology.) 
Additional  information  in  the  document  also 
includes  an  outline  of  the  philosophy  behind 
the  Foundation  Curriculum  and  a  full 
glossary  of  terms  with  an  agreed  meaning 
given  for  each. 

In  the  Foundation  document, 
communication  is  recognised  as  the  basis  of 
all  learning,  supplemented  by  movement  and 
mobility  as  the  means  by  which  to  express 
that  learning,  (taking  movement  to  include 
such  minimal  overt  responses  as  flickering  an 
eye  lid.)  Thus  on  frequent  occasions  data 
developed  in  the  area  of  Communication 
appears  again  in  the  Movement /Mobility 
section. 

In  the  recording  of  progress  for  students 
working  within  the  Foundation  Curriculum 
we  include  positive  attainment  in  the  areas  of: 
affection;  attendance;  interaction; 
participation;  physical  contact;  cues  and 
prompts;  pre-symbolic  and  non-symbolic 
communication;  requests;  turn-taking; 
anticipation;  imitation;  recognition  of  Objects 
of  Reference;  natural  gesture;  manual  signals; 
parallel  behaviours;  visual  memory  and 
sequencing.  Once  communication  includes 
spontaneously  communicating  with  an  Object 


of  Reference,  recognising  a  Photograph  of 
Reference  or  Graphic  Reference,  using  formal 
gesture,  finger-spelling,  sign,  speech  and 
written  language  (any  form),  the  students  are 
working  well  within  the  Introductory  Levels 
and  in  some  cases  within  Key  Stage  1. 

Continuous  Education 

The  philosophies  as  stated  in  the  Foundation 
document  led  to  an  assessment  of  the 
provisions  for  programme  delivery  across  the 
school.  The  practice  of  a  residential  /  school 
partnership,  with  students  passing  between 
the  two  disciplines  was  reviewed.  Whilst  this 
system  was  acknowledged  as  good  practice 
for  the  majority  of  the  school  population  the 
need  for  a  greater  consistency  of  management 
of  interaction  and  environment  was  evident 
for  those  students  who  were  working  within 
the  Foundation  Curriculum.  Thus  the  concept 
of  introducing  a  continuous  education 
provision  was  conceived. 

Over  a  period  of  three  years  three  separate 
Continuous  Education  Provisions  were 
established,  each  catering  for  a  different  age 
group,  with  some  overlap  as  indicated  by 
individual  needs.  The  locations  were  selected 
within  the  central  school  complex  for  the 
students  in  the  5-16  age  groups  and  on  the 
perimeter  of  the  property  for  the  post-16  age 
group.  The  school  aged  groups  maintained 
their  school  and  residential  links  with  the  staff 
moving  between  the  two  basic  learning 
environments.  The  post-16  group  was 
established  as  a  further  education  facility  that 
created  wider  community  access  whilst 
maintaining  strong  supportive  links  with  the 
main  school.  The  staff  was  drawn  from  a 
multi-disciplinary  background,  with  expertise 
in  diverse  areas. 

The  teams  consist  of  residential  care 
workers,  educational  assistants,  senior  care 
workers  and  teachers  who  are  supported  by 
the  educational  psychologist,  audiologist, 
speech /language  therapist,  occupational 
therapist,  vision  advisor,  physiotherapist, 
careers  advisor,  medical  staff  and  physical 
education  teacher. 

Key  Criteria  of  Continuous  Education 

The  Continuous  Education  Provisions  strive  to 
promote  the  following  key  criteria:  self- 
esteem;  trust;  positive  relationships; 
individuality;  potentiality;  choice;  self- 
determination;  self-appraisal;  interaction; 
responsibility;  causality;  understanding  of 
own  sexuality;  honesty;  the  ability  to  express 
feelings,  wants  and  needs,  and  the 
appreciation  of  all  the  above  taking  into 
consideration  the  needs  of  others.  All  students 
in  the  programme  are  offered  a  level  of 
interpretive  and  communicative  support  or 
intervention  appropriate  to  their  needs  as  an 
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individual.  The  basis  for  our  delivery  of  the 
individual  programmes  is  the  provision  of  a 
functional  living  and  working  environment 
where  students  are  given  appropriate  learning 
support  throughout  their  waking  hours.  We 
allow  time,  space  and  flexibility.  Time  is 
allowed  for  taking  in  what  is  happening, 
assimilate  and  internalise  the  information, 
process  it  and  produce  a  response.  We  create 
space  that  is  suitable  to  the  functional, 
practical  and  experiential  nature  of  the 
learning  and  flexibility  to  evaluate  and  adapt 
the  interaction  according  to  the  response 
achieved.  The  programmes  are  child- 
orientated.  The  child  takes  the  lead  and  the 
educator  responds  and  re-directs  ensuring 
that  a  broad  and  comprehensive  learning 
pattern  is  maintained.  Consistency  is  a  key 
issue  of  management  and  environment. 


Evaluation  -  Where  are  we  now? 

The  school  has  just  completed  a  very 
successful  OFSTED  experience,  where  the 
Continuous  Education  Provisions  were  cited 
as  providing  and  developing  positive 
attitudes  to  learning.  The  curriculum  was  seen 
as  very  relevant  and  well  matched  to 
individual  abilities.  The  inspection 
acknowledged  the  'home'  environments  as 
functional  living  areas  where  learning  was 
meaningfully  acquired  and  applied.  The 
school  and  its  environs  were  seen  to  supply  a 
positive  and  supportive  work  ethos,  and  the 
local  community  recognised  as  offering  strong 
and  valued  links  for  the  students'  present  and 
future  lives. 


Think  Dual  Sensory  Project  -  Wales 

Following  the  success  of  the  Think  Dual 

•  developing  a  hospital-based  project 

Sensory  Conference  last  September, 

which  will  offer  testing  of  sight  in  the 

The  Welsh  Office  have  recently  funded 

audioiogy  department,  and  testing  of 

a  new  part-time  Projects  Officer  for 

hearing  in  ophthalmology 

Sense  Cymru. 

departments.  This  will  be  especially 

In  a  consultation  with  people  in 

helpful  for  older  people 

Wales  who  are  interested  in  dual 

•  piloting  Communicator-Guide 

sensory  impairment,  widespread 

Schemes. 

concern  was  expressed  that  we  do  not 
know  how  many  deafblind  people 
there  are  in  Wales.  This  is  particulary 

If  you  are  interested  in  being  involved 
in  any  of  these  projects,  please  contact: 

true  for  older  deafblind  people.  The 

Sense  Cymru  Projects 

feedback  also  highlighted  the  lack  of  a 

John  Micklewright 

registration  process  that  can  identify 

Projects  Officer 

deafblind  people.  Where  deafblind 

34  St  Davids  Close 

people  have  been  identified  there  were 

Penygarn 

few  services  provided. 

Pontypool 

The  new  Projects  Officer  will  be 

NP4  8BA 

working  in  three  areas: 

Tel:  01495-750457 

•  encouraging  local  authorities  to 

Fax:01495-763383 

develop  deafblind  registers 

Access  for  deafblind  people 

The  Royal  National  Institute  for  the  Blind  (RNIB)  has  produced  an 
excellent  deafblind  access  catalogue,  with  input  from  Sense  and  other 
charities.  The  catalogue  describes  a  wide  range  of  products  and 
services  for  people  with  a  dual  sensory  impairment  -  from  kitchen 
gadgets,  aids  to  mobility  and  services,  to  details  about  a  range  of 
deafblind  voluntary  groups. 

For  a  free  copy  of  Access  please  contact  RNIB  Customer  Services 
on  Tel:  0345  456457;  Fax:  01733-37155;  Textphone:  0345-585691  or 
e-mail  RNIB  at  jkerr@Tinib.org.uk 
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Sense  Cymru 

As  usual  it  has  been  a  busy 
summer,  beginning  with 
the  Annual  General 
meeting  at  Llanelli  in  May, 
when  we  were  joined  by 
the  Llanelli  Rainbow 
Deafblind  Club.  As  it  was 
not  the  year  for  our 
election  of  officers  we  were 
able  to  get  through  the 
business  part  in  record 
time  before  enjoying  a 
good  chat  over  a  meal  and 
a  drink. 

At  the  beginning  of  June 
a  record  number  of 
families  gathered  at  the 
Plassey  Leisure  Park  near 
Wrexham  for  the  North 
Wales  Get-Together. 
Although  we  were  not  able 
to  have  a  very  suitable 
room  we  managed  to  hold 
a  short  meeting  before 
exploring  the  attractions  of 
The  Plassey,  which  we  can 
highly  recommend  to 
anyone  visiting  the  area.  It 
was  good  to  have  the 
opportunity  to  meet  old 
and  new  friends,  share 
experiences  and  plan  for 
the  future.  We  were 
especially  pleased  to 
welcome  Carol  Davies,  the 
newly  appointed  Regional 
Advisory  Officer  for  North 
Wales. 

Saturday  14  June  saw  the 
usual  gallant  band  hit  the 
streets  of  Neath  for  the 
annual  Alexandra  Rose 
Day  collection.  This  year 
we  were  joined  by  two 
young  supporters, 
Stephanie  Mulcahy  and 
Laura  Hawthorne  of 
Caerphilly,  whose  fancy 
dress  certainly  attracted 
the  crowds,  so  that  our 
collection  reached  a  record 
£457.03  which  will  be  a 
great  help  to  our  Chalet 
Fund. 

On  the  following 
Saturday  it  was  the  turn  of 


the  South  Wales  Get- 
Together  held  as  usual  at 
Dinas  Country  Club  and 
Leisure  Park,  the  home  of 
the  Sense  Cymru  caravan. 
For  the  first  time  in  eight 
years  the  weather  let  us 
down,  so  that  we  were  not 
able  to  enjoy  the  now 
traditional  leisure 
activities.  But  in  spite  of 
the  rain  we  all  had  a  good 
time  with  a  lovely  meal  in 
excellent  company.  It  was  a 
special  joy  to  welcome 
Peggy  Freeman,  who  with 
her  son  and  daughter  in 
law  had  travelled  from 
Nottingham  to  be  with  us. 
We  were  grateful  to  Jessica 
and  Peter  Hills  for  joining 
us  for  the  first  time  -  with 
special  thanks  to  Peter  for 
allowing  us  to  help 
celebrate  his  birthday! 

The  appointment  of  John 
Micklewright  as  Project 
Officer  and  Gillian  Davies 
as  Regional  Advisory 
Officer  for  South  Wales 
means  that  Sense  Cymru 
now  has  a  strong  team  of 
staff.  The  Branch  is  looking 
forward  to  a  "Meet  the 
Team"  occasion  in  the 
Autumn. 

Kent 

The  summer  is  a  quiet  time 
for  Branch  activity,  but  a 
good  opportunity  for  those 
involved  in  the 
organisation  of  the  branch 
to  gather  their  thoughts 
together  for  the  coming 
year. 

Anneka  enjoyed  her  first 
ever  Sense  holiday.  The 
volunteers'  signing  skills 
made  her  quickly  feel 
relaxed  and  able  to  enjoy 
an  action  packed  week. 

The  branch  has  had  an 
interesting  and  productive 
meeting  with  the  Sense 
South  East  regional  staff 
and  our  neighbouring 


branches,  South  Coast  and 
Essex,  which  we  hope  will 
lead  to  more  working 
together  and  information 
sharing  throughout  the 
region. 

In  Kent  we  are  excited  to 
have  a  newly  appointed 
Deafblind  Services  Project 
Worker,  who,  over  the  next 
two  years,  will  be  finding 
out  how  many  people  in 
Kent  have  a  dual  sensory 
loss  and  what  needs  they 
and  their  carers  have. 
Hopefully  the  resulting 
report  will  be  powerful 
enough  to  encourage 
funding  for  a  specialist 
service  for  deafblind 
people  in  Kent. 

Nottingham 

A  social  evening  was  held 
on  Friday  5th  September 
1997  for  families,  carers 
and  friends  at  the 
Nottingham  Institute  for 
the  Deaf  Social  Club,  Forest 
Road  West,  Nottingham. 

East  Anglia 

After  much  planning  and 
campaigning,  the  hoped 
for  Leisure  Library  is 
under  way  and  the  branch 
are  now  buying  equipment 
for  it. 

Health  and  Social 
Services  are  funding  the 
cost  of  a  part  time  worker 
and  Health  are  offering 
accommodation  for  the 
library.  The  branch  are 
offering  to  fundraise 
further  for  equipment  and 
the  project  also  enjoys  the 
co-operation  the  local 
MENCAP  group.  All  these 
groups  will  contribute  to 
the  management  of  the 
Library. 

A  Leisure  Library  is  very 
much  based  on  the  concept 
of  a  toy  library  but 
recognises  that  those  over 
the  age  of  16  also  require 


access  to  specialised  leisure 
equipment  and  toys. 

The  Leisure  Library  will 
offer: 

•  the  loan  of  age- 
appropriate  sports, 
leisure  and  play 
equipment.  This  will 
include  games,  books 
using  symbols  and 
Braille,  video  and  audio 
tapes,  computer 
equipment  and  software, 
plus  a  full  range  of 
sensory  equipment 

•  a  venue  for  users,  their 
parents  and  carers  to 
meet,  share  ideas  and 
learn  new  skills 

•  a  resource  base  of 
information 

It  will  open  in  Ipswich  at 
Walker  Close,  part  of  the 
Allington  NHS  Trust  and 
will  serve  the  needs  of 
young  people  and  adults  in 
Ipswich  and  East  Suffolk. 
The  venue  has  good 
parking  and  disabled 
access.  It  will  be  open  on 
Saturday  mornings  and  on 
one  evening  during  the 
week. 

Volunteers  will  have  a 
role  to  play  in  supporting 
the  work  of  the  Library  so 
anyone  interested  should 
get  in  touch. 

If  you  would  like  any 
more  information  then 
please  get  in  touch  with 
the  Branch. 

South  West 

The  branch  held  their 
AGM  in  July  where  it  was 
agreed  to  donate  money  to 
the  new  residential  project 
in  Applemead  so  that  they 
could  buy  a  suitable 
vehicle.  There  are  plans  to 
raise  money  for  a  sensory 
garden  next. 

The  year  had  other 
successes.  In  March 
another  Classical  Concert 
was  held  at  Ugbrook 
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House  which  raised  useful 
funds  for  the  Branch  and 
the  annual  Snooker 
competition  enjoyed  its 
seventh  year. 

The  next  meeting  of  the 
branch  will  be  held  on 
September  10th,  7.30pm  at 
Andlaw  House  in  Exeter. 

South  Coast 

The  branch,  in  conjunction 
with  the  region  are  holding 
an  Awareness  Seminar  on 
the  1st  October  1997  at  the 


Uckfield  Civic  Centre. 
Speakers  will  include 
Malcolm  Matthews  from 
Sense  and  Eileen 
Boothroyd  is  looking 
forward  to  attending. 

The  Branch  are 
proposing  to  hold 
Communication  evenings 
open  to  all  that  will 
provide  a  friendly  and 
informal  environment  to 
sign  and  explore  other 
communication  methods. 

The  next  meeting  will 


take  place  on  the  12th 
September. 

North  West 

In  conjunction  with  the 
North  region  the  Branch 
are  planning  a  one  day 
conference  on 
deafblindness  to  address 
carers  issues  and  to  raise 
awareness  of  resources  and 
support  for  deafblind 
people  in  the  North  West 
area.  It  is  hoped  the  day 
will  be  held  in  November 


so  watch  this  space. 

On  June  2nd  the  Branch 
held  a  social  evening  to 
learn  about  Sense  and  to 
raise  money.  About  70 
people  attended  and  heard 
Cathy  Lloyd  from  Sense 
North  talk,  enjoyed  the 
weather,  took  part  in  the 
various  tombolas,  raffles, 
competitions  etc.  and 
raised  over  £300.  A  great 
time  was  had  by  all. 

The  next  branch  meeting 
will  be  held  in  October. 


Branch  Profile 


Name  of  the  Branch:  Sense  Cymru 

When  was  the  branch  formed?  1975,  the  year  that  the 
Rubella  unit  opened  at  Wauneirch  School  in  Neath.  A 
few  parents  had  been  in  contact  before  this,  but  it  was 
in  1975  that  we  began  to  organise  ourselves  into  a 
branch. 

What  area  does  the  branch  cover?  The  branch  was 
originally  called  "Wales  and  the  West",  covering  a  vast 
area.  When  the  South  West  branch  was  formed  we 
became  Sense  South  Wales  but  families  in  North  Wales 
felt  left  out,  so  we  are  now  Sense  Cymru,  covering  the 
whole  of  Wales. 

Who  is  it  for?  Deafblind  people,  their  families,  friends, 
carers  and  anyone  who  is  interested  in  deafblind 
issues. 

What  is  the  purpose  of  the  branch?  The  main  purpose 
is  to  give  support  to  deafblind  people  and  their 
families.  Of  course  many  issues  emerge  from  this,  but 
above  all  our  aim  is  to  be  there  for  each  other. 

What  would  you  like  to  see  the  branch  doing  this 
year?  Breaking  up!!  We  would  love  to  see  the  'twiglets' 
in  North  and  Mid  Wales  become  established  as  strong 
branches. 

How  do  you  stay  in  touch  with  the  branch's 
members?  We  visit  as  often  as  possible,  but  mainly 
keep  in  touch  through  telephone  calls  and  our 
quarterly  newsletter.  Then  of  course  there  are  the  get- 
togethers,  when  an  increasing  number  of  families  are 
coming  together  for  a  meal  and  a  chat. 

Name  three  vital  ingredients  that  make  up  the 
branch:  I  leatta  that  really  care,  heads  to  put  together, 
to  organise,  campaign  and  communicate,  hands  to 
write  letters,  hold  ( olle<  ting  tins,  make  goods  for  sale, 
clean  the  caravan,  reach  out  to  others  etc,  etc. 


What  one  thing  would  improve  the  running  of  the 
branch?  More  people  to  be  actively  involved  in  the 
running  of  the  branch. 

Most  memorable  branch  moment?  The  'Partners  in 
Touch'  conference  in  Cardiff,  1993,  when  deafblind 
people,  families,  friends  and  professionals  came 
together  for  an  exciting  day  of  talks,  debates  and 
workshops.  Princess  Anne  gave  the  keynote  address  - 
and  we  had  the  wonderful  news  that  the  Welsh  Office 
had  given  a  grant  to  fund  a  development  officer  for 
Wales. 

Most  embarrassing  branch  moment?  Well,  there  was 
the  time  when...  but  on  second  thoughts  that  account 
is  not  really  suitable  for  a  family  magazine.  (If  anyone 
wants  to  know  what  happened,  please  send  a  stamped 
addressed  envelope  and  a  £5  donation  for  branch 
funds). 

What  would  you  like  to  see  Sense  do  that  it  does  not 
do  already?  Realise  that  there  is  a  large  area  of  land  to 
the  West  of  Offa's  Dyke  where  there  is  a  desperate 
need  for  services  for  deafblind  people. 

In  a  perfect  world...  everyone  would  have  the 
complete  range  of  services  they  need  but  this  is  reality 
so  at  least  we  will  continue  to  encourage  each  other  to 
keep  on  fighting  for  them. 

What  would  you  most  likely  hear  said  at  a  branch 
meeting?  Let's  put  the  kettle  on. 

What  would  you  least  likely  hear  said  at  a  branch 
meeting?  Everything  is  settled,  so  we  don't  need  to 
meet  again. ..ever! 

PS.  Have  you  heard  the  one  about  the  newly-appoint- 
ed member  of  Sense  staff  who  took  a  wrong  turning  on 
the  way  to  a  branch  meeting  and  ended  up  in  Fairyland!? 
Yes  there  really  is  a  place  of  that  name  in  Neath. 
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The  six  months  CHARGE  Development  Project  has 
proved  a  great  success,  culminating  in  the  production  of 
a  new  Sense  leaflet  called  "Living  with  CHARGE'.  This 
gives  an  overview  of  CHARGE  and  is  aimed  at  opening 
doors  for  people  who  want  further  information.  If  you 
would  like  a  copy  please  write  to  me  at  the  address 
below. 

It  has  now  been  decided  to  extend  the  CHARGE 
Development  Project  for  a  further  eighteen  months  to 
capitalise  on  the  interest  the  leaflet  will  generate.  The  first 
six  months  of  this  period  will  focus  on  the  production  of  a 
detailed  information  pack  covering  all  aspects  of 
CHARGE.  The  pack  will  consist  of  inserts  with  the 
following  working  titles: 
•  Early  Years 

Adults  and  Older  Children 

Behaviour 

Family  Support  Group 

Education 

Multi-Sensory  Impairment 

Multi-Disciplinary  Working 


It  is  also  proposed  to  include  some  pen  portraits  in  the 
flyers,  showing  the  wide  range  of  ability  that  people  with 
CHARGE  can  have,  and  the  ongoing  support  provided  by 
their  families  and  carers. 

The  information  pack  will  be  taking  a  comprehensive 
look  at  CHARGE  in  a  practical  hands-on  way.  As  well  as 
being  informative  and  useful  it  will  further  increase 
awareness,  and  support  for  people  with  CHARGE. 

David  Levey 
CHARGE  Development  Officer 

Sense  Head  Office 
11-13  Clifton  Terrace 
Finsbury  Park 
London  N4  3SR 

Fax:0171-272  6012 
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Where  are  you  now? 


By  Hazel  Benjamin 


Recently  while  reading  through  old  copies  of  Talking  Sense  I  was  fascinated  by  the  way  it  was 
possible  to  follow  the  progress  of  a  good  number  of  our  families  over  the  years.  Together  we  shared 
in  their  joys  and  sorrows,  their  disappointments  and  their  hopes  for  the  future,  often  finding 
encouragement  for  ourselves  through  the  experiences  of  others.  Then  suddenly  these  accounts 
ceased,  and  I  was  left  wondering  what  has  happened  to  these  families  in  recent  years. 


It  has  been  good  to  read 
about  some  of  our  newer 
families  recently.  Please 
don't  stop  sending  your 
news  -  and  wouldn't  it  be 
wonderful  to  have 
updated  news  about  some 
of  the  people  who  used  to 
write  regularly?  Perhaps 
the  following  accounts 
will  start  the  ball  rolling... 

Debra  Fielding 

Debra  is  now  aged  34.  She 
has  been  living  for  some 
years  with  a  small  group  of 
disabled  people  in  a 
bungalow  in  the  grounds 
of  Bronllys  Hospital,  which 
is  about  9  miles  from  her 
home  in  Sennybridge  near 
Brecon.  Her  parents  Julia 
and  Ken  visit  regularly  and 
take  her  out  to  her 
favourite  places  in  the 
locality.  She  has  a  full 
programme  of  activities 
and  enjoys  going  on 
holiday  with  staff  and 
other  residents  from 
Hillview  House.  Sadly, 
there  are  plans  to  close 
Hillview  and  re-house  the 


residents  in  the 
community,  but  the 
families  of  the  young 
people  who  live  there  are 
campaigning  for  them  to 
stay  with  the  staff  who 
have  worked  hard  with 
them  over  the  years.  We 
hope  that  Sense  will  be 
able  to  have  an  input, 
especially  in  training  and 
communication. 

Clare  Jones 

Clare,  who  is  now  28,  has 
been  a  resident  at 
Poolmead  for  the  last  10 
years.  Here  she  is  busily 
occupied  during  the  week, 
and  in  her  spare  time 
enjoys  horse  riding,  for 
which  she  has  won  an 
imposing  collection  of 
rosettes.  This  year  she  has 
been  on  several  holidays 
with  staff  and  other 
residents.  She  regularly 
comes  home  to  her  parents 
in  Tonna,  near  Neath,  but 
is  always  ready  to  go  back 
to  Poolmead. 


Jacqueline  Cole 

Jacqueline,  now  aged  27, 
has  recently  returned  from 
a  wonderful  Sense  holiday 
in  West  Wales.  She  still 
lives  at  home,  attending 
the  local  special  needs 
house  daily,  but  is  due  to 
move  into  a  new 
residential  unit  in  Neath 
next  Spring.  This  will  be 
administered  for  Social 
Services  by  an  organisation 
called  Prospects  for  People 
with  Learning  Difficulties 
which  has  expressed  an 
interest  in  working  closely 
with  Sense. 

Although  they  hadn't 
read  Hazel's  request  for 
news,  Ian  and  Margaret 
Beattie  have  sent  in  this 
news  of  Rob,  their  son, 
after  a  number  of  years' 
absence  from  the  pages 
of  this  magazine. 

Robert  Beattie  by  Ian 

and  Margaret  Beattie 

It  is  a  few  years  since  I  last 
brought  you  news  of  Rob  - 


so  many  in  fact  that  he  is 
now  no  longer  a  child  but 
an  adult  having  reached 
his  18th  Birthday  in 
December.  Where  have  the 
years  gone? 

For  the  last  11  years  Rob 
has  been  very  settled  as  a 
weekly  boarding  pupil  at 
the  Rebecca  Goodman 
Centre  in  London.  This  has 
been  an  exceptionally 
happy  time  for  both  him 
and  us.  Academically  he 
has  achieved  far  more  than 
we  ever  dared  hope  for.  He 
is  able  to  read  and  write 
using  a  lightwriter 
communicator  and 
although  still  at  a  fairly 
young  developmental  age 
his  vocabulary  and  use  of 
English  is  growing  rapidly. 
The  exciting  thing  is  the 
motivation  he  has  for 
learning  and  the  pleasure 
he  gets  out  of  the  work 
sessions.  On  one  famous 
occasion  when  asked  if  he 
would  like  to  go  home  at 
the  end  of  the  da)'  he  wrote 
'Rob  do  more  maths'  -  are 


continued  opposite 


The  Sense  Family  Network 


You  will  have  read  about  the 
creation  of  the  Sense  Family 
Network  in  the  last  issue  of 
Newsleaf.  Well  now  the  first 
newsletter  of  the  Family  Network 
has  been  produced  and  is  being 
mailed  out  as  you  read  this. 

It  describes  the  history  of  the 
network  and  the  reasons  for  its 
existence,  including  details  of  the 
first  events  that  the  Network  will 


be  organising  and  how  you  can 
join. 

The  first  events  are: 
■  a  family  fun  weekend  on  the 

South  Coast  on  October  10/11/12 
•  a  family  conference  in  Blackpool 

on  March  13/14/15  1998 

The  Newsletter  will  be  mailed  to 
all  those  families  in  touch  with 
Sense  and  to  all  members  of  staff 
so  we  hope  you  will  receive  a  copy 


if  you  are  interested.  We  also 
hope  that  there  are  not  too 
many  duplications  but  we  can't 
promise... 

If  you  would  like  to  receive  a 
copy  but  don't  have  one 
dropping  through  your  letterbox 
soon  then  please  contact  Derry 
Newton  at  Sense  Head  Office 
(0171-272  7774). 
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from  previous  page 

you  sure  he's  feeling  well??? 

On  the  debit  side,  we 
have  also  had  to  cope  for  a 
few  years  with  extremely 
challenging  behaviour 
which  is  now  under 
control  with  the  use  of 
mild  medication.  Once 
again  we  were  thankful  for 
all  the  help  and  support 
given  us  by  staff  at  school 
who  were  also  bearing  the 
brunt  of  this  behaviour,  but 
who  never  made  us  feel  he 
was  unloved,  and  who 
rejoiced  with  us  when  he 
regained  the  basically 
happy  Rob  we  knew 
existed  but  were  struggling 
to  remember. 

This  year  is  his  final  year 
at  school  and  that  has 
brought  the  usual  worry 
about  a  suitable  F.E.  place 
and  the  consequent 
funding  problems.  Once 
again  I  feel  we  have  been 
lucky  and  he  has  been 
offered  a  place  at 
Henshaw's  College  in 
Harrogate  and  recently  we 
heard  that  he  had  got 
funding.  Our  hope  is  now 
that  Rob  will  settle  in 
college  as  well  as  he  did  at 
school  and  that  he  will 
make  the  best  possible  use 


Staff,  residents  and  friends  of  Andlaw  House 


of  his  time  at  college  before 
moving  on  again. 

Finally  we  should  like  to 
thank  Laura  Pease  and  her 
staff  for  all  the  help, 
support  and  friendship 
they  have  given  us  in  Rob's 
years  at  school  and 
perhaps  the  greatest  gift  of 
all  in  making  us  feel 
valued  partners  in  every 
area  of  Rob's  education. 

John  Harrison 
and  family 

Following  my  mother's 
death  in  January  of  this 


year,  we  received  many 
generous  donations  from 
family  and  friends,  near 
and  far.  As  a  result,  we 
decided  to  commemorate 
my  mother's  long-standing 
association  with  Sense  with 
a  gift  to  Andlaw  House, 
where  my  sister  Christine 
is  in  residence. 

On  a  beautiful  April  day, 
with  generous  help  and  co- 
operation of  all  the  staff, 
we  organised  a  gathering 
of  staff,  residents  and 
friends  of  Andlaw  House. 

As  a  tribute  to  my 


mother  a  garden  swing, 
with  commemorative 
plaque,  was  installed  in  the 
lovely  garden  for  all 
residents,  staff  and  future 
visitors  to  enjoy.  Peter 
Holman  of  the  South-West 
Branch  kindly  spoke  a  few 
words. 

We  as  a  family  are 
extremely  thankful  that 
Christine  is  now 
experiencing  the  joy  and 
happiness  at  Andlaw  that 
my  mother  had  striven  to 
achieve  for  her  and  others 
in  the  past  and  we  would 
like  to  wish  Sense  every 
success  in  the  future. 

Ben  Turner 

Ben  went  on  holiday  near 
Dartmoor  this  year  with 
"Special  Sport",  a  project 
which  caters  for  adults 
with  any  disability  who 
wants  to  participate  in 
sport.  He  took  part 
enthusiastically  in 
climbing,  abseiling\ 
canoeing  and  raft  building 
as  well  as  going  to  the  pub 
and  washing  up! 

The  photo  was  taken  just 
after  their  raft  had  sunk! 


Ben  Turner  takes  the  plunge! 
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Fourth  Deafblind  International 
Conference  on  Deafblindness 
and  the  Family  Camp 


Andy  Wood  describes  his  reactions. 


My  first  reaction  to 
the  suggestion 
that  we  apply  to 
attend  the  Family  Camp 
was,  'Do  I  really  want  to 
use  my  holiday  entitlement 
attending  a  conference  and 
meetings?  I  have  enough 
meetings  and  pressure  at 
work!  I  really  need  a 
relaxing  holiday' 

I  persuaded  myself  to 
keep  an  open  mind  and  felt 
it  only  fair  to  my  wife  and 
daughter,  who  were  keen 
to  go,  to  apply.  Our 
application  was  successful. 
My  family  is  Gillian,  my 
wife,  Louise  our  9  year  old 
daughter  and  Adam  our  9 
year  old  deafblind  son. 
During  Adam's  school 
holidays  we  are  assisted  by 
Mickey,  an  18  year  old 
carer  who  has  built  up 
good  relationships  with 
Adam  and  the  family, 
understanding  most  of 
Adam's  needs.  Mickey  is  a 
great  asset  and  it  was 
decided  that  he  should 
attend  the 

Camp /Conference  with  us. 
The  travel  arrangements 
made  by  Sense  went 
smoothly  -  we  even  had  a 
separate  check-in  desk. 
Excitement  started  to  grow 
as  we  met  others  with  the 
Sense  party  in  the 
departure  lounge  -  we 
were  amongst  friends.  As 
the  plane's  engines 
vibrated  Adam  began  to 
laugh,  and  on  lift  off  he 
M  needled  and  shouted,  'up 
die  hill!'.  Adam  was  happy, 
vj  were  we.  f.ouise  even 
visited  die  flight  deck  and 
was  delighted  to  be  invited 


to  fly  the  plane.(!?!) 

We  landed  at  Madrid 
and  once  Richard  Hawkes 
had  'hijacked'  a  coach  we 
were  on  our  way  to  the 
centre.  The  conference 
delegates  were 
accommodated  at  hotels 
close  to  ONCE'S  Centre  for 
Educational  Rehabilitation 
where  the  whole  event 
took  place  and  where  the 
Family  Camp  participants 
were  accommodated.  We 
were  warmly  welcomed  by 
those  who  were  to  be  our 
carers  during  our  stay.  Well 
fed  and  watered 
throughout  our  stay, 
nothing  was  too  much 
trouble  -  the  dining  room 
staff  soon  realised  Adam 
likes  milk  with  every  meal 
and  there  was  a  plentiful 
supply.  The 

accommodation  -  a  self 
contained  apartment  -  was 
beyond  our  expectations. 
We  were  in  a  safe  and 
secure  environment. 
A  leisure  club  kept 
Adam,  Louise  and  Mickey 
fully  occupied  with 
swimming,  model-making 
fancy  dress  and  other 
activities,  giving  Gillian 
and  I  time  to  attend 
whichever  talks  and 
workshops  we  chose.  An 
evening  trip  to  a  local  fun 
park  was  also  organised. 
1  must  admit  that  some 
of  the  conference  talks  and 
workshops  seemed  rather 
technical  and  drawn-out 
but  some  I  found  very 
interesting  and  beneficial, 
two  in  particular.  The  first 
was  by  Per  Lorenzen,  of 
Norway  and  the  second  by 


Norman  Brown  of  the  UK. 

Per  spoke  about 
'Accepting  the  deafblind 
child'.  The  father  of  an  8 
year  old  girl  who  is 
deafblind,  he  described  the 
support  available  in 
Norway  and  how  it  is 
implemented.  The  medical 
and  social  support  service 
helps  parents,  siblings, 
grandparents,  friends  and 
neighbours  to  know  how 
best  to  accept  the  child  and 
work  positively  together. 

Norman  Brown's  talk, 
'My  deafblind  child  is  now 
a  deafblind  adult,  what 
does  this  mean  and  what 
does  that  make  me?',  was 
emphatically  delivered  and 
left  many  who  listened, 
including  myself,  fighting 
to  retain  their  emotions. 
The  lump  in  my  throat  felt 
like  a  brick  and  had  Joff 
not  been  sitting  next  to  me 
a  few  tears  may  well  have 
leaked  out.  Norman 
explained  how  he  felt 
bringing  his  son  to 
adulthood  and  expressed 
thoughts  that  must  have 
been,  and  will  be,  the 
thoughts  of  many  parents 
of  a  child  with  disabilities 
for  ever  and  a  day. 
Congratulations  Norman. 

It  was  an  experience 
and  an  honour  to  have 
been  able  to  attend  this 
conference  and  a  pleasure 
to  meet  such  interesting 
professionals  and  other 
families.  I  hope  my 
family  and  I  have  helped 
others  through  our 
participation. 

Thank  you  Sense,  Dbl 
and  ONCE. 


Madrid  PostScript 

I  have  felt  for  some  time 
that  as  parents  we  fight 
for  professional 
information  and  advice 
on  our  child's  disability 
and  how  best  to  cope 
with  it.  Once  we  get  this 
information  we  have  to 
respond  to  it  and 
perhaps  relay  it  to  our 
other  children,  parents, 
brothers,  sisters,  aunts, 
uncles,  friends  and 
neighbours.  This  is  often 
not  easy  but  without 
their  help  and  support 
coping  can  be  extremely 
difficult.  Do  you  feel 
there  is  a  need  for  a 
similar  support  service 
for  these  people  as  that 
offered  in  Norway,  as 
outlined  by  the 
description  of  Per 
Lorenzen. 

Would  it  help,  or  have 
helped  your  family? 
Please  call  Gillian  or 
myself  if  you  would  like 
to  discuss  this  further. 
01705  617433. 

Andy  Wood 
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Other  families  in  Madrid  joff  mcgiii  writes. 


Andy  is  suitably  modest 
about  the  contribution  the 
Wood  family  made  to  the 
success  of  the  Madrid 
conference,  not  least  their 
participation  in  what  can 
only  be  described  as 
'Deafblind  It's  a 
Knockout!' 

There  were  also  valuable 
contributions  from  families 
and  parents  from  all  over 
the  world.  I  was  lucky 
enough  to  either  go  along 
to  presentations  they  made 
or  to  have  a  chat  with  them 
in  the  bar  afterwards.  Here 
are  a  few  of  their  stories: 

Sweden 

Ann-Cecil  Olsson  gave  a 
presentation  on  the 
education  programme  for 
parents  of  deafblind 
children  that  is  organised 
by  the  Parents  Council  of 
the  Swedish  Deafblind 
Association. 

A  programme  of 
training  weekends  is 
arranged  covering  a  range 
of  different  topics  for 
parents.  It  started  from  a 
group  of  parents  who  met 
up  to  discuss  what  would 
happen  to  their  children 
after  school.  From  there  it 
grew  into  the  detailed 
programme  that  it  is 
today. 

It  won't  surprise  you  to 
know  that  for  many  the 
weekends  provide  great 
opportunities  for 
information  sharing, 
gaining  knowledge  and  a 
chance  to  meet  other 
families. 

In  many  ways  it  was 
very  similar  to  the  ideas 
behind  the  Weekend  Away 
and  Branch  Weekends,  but 
perhaps  the  most 
interesting  difference  was 
that  the  parents  met  up 
leaving  their  children  at 
home  with  family  or  with 
Respite,  whereas  Sense 


tends  to  provide  leisure 
clubs  to  look  after 
deafblind  children  and 
their  brothers  and  sisters. 

Argentina 

The  Picasso  parents  told 
the  story  of  their  daughter 
Fatima,  and  how  their  fight 
for  the  right  services  for 
her  led  them  to 
establishing  their  own 
school  for  the  deafblind 
and  more  recently  a 
Parents  Association  in 
Argentina.  It  was  an 
inspiring  story  of  what  can 
be  achieved.  Of  the  many 
memorable  comments  that 
were  made  here  are  a  few 
that  stand  out. 

"The  problems  and 
needs  of  the  parents  of 
handicapped  people  in 
developed  countries  are 
very  similar  to  those  living 
in  developing  countries" 

"What  our  children  can 
achieve  in  their 
development  will  depend 
on  the  efforts  which  we, 
their  parents,  make  on 
their  behalf" 

"Many  of  us,  the  parents 
of  deafblind  children, 
accept  the  label  of 
'activists'  and  'leader' 
parents.  We  seek  leaders  in 
order  to  form  ranks  behind 
them  but  we  did  not  find 
them  and  then  we  realised 
that  we  had  to  be  strong 
and  do  the  work 
ourselves". 

Brazil 

Staff  from  AHIMSA  (a 
deafblind  establishment  in 
Brazil)  talked  about  their 
work  with  several 
deafblind  individuals. 

In  the  course  of  the  talk 
they  mentioned  the 
difficulties  they  have  in 
working  with  some 
families  of  the  deafblind 
people  and  getting  them  to 
play  a  positive  role  in  the 


development  and 
education  of  their  child. 
This  could  be  for  many 
reasons  some  of  which 
were  social  and  economic. 

However  it  was 
interesting  to  hear  how 
they  were  using  the 
examples  of  those  families 
who  are  positively 
involved  in  a  partnership 
with  AHIMSA  to 
encourage  those  who  were 
less  clear  about  the  benefits 
of  such  a  partnership. 

Kenya 

Anne  Mkala  talked  about 
her  experiences  as  a 
mother  of  a  deafblind 
person  and  how  her  family 
has  had  to  persevere  to 
ensure  the  best  education 
possible.  This  has  this 
meant  Anne  finding  out 
much  information  herself 
and  passing  it  on  to  those 
professionals  who  need  to 
work  with  her  daughter. 
Peggy  Freeman  will  be 
pleased  to  hear  that  her 
book  "The  Deafblind 
Baby..."  was  an  inspiration 
to  Anne. 

Above  all  though  Anne's 
story  showed  that  once 
again  the  hope,  hard  work, 
determination  and 
perseverance  of  parents  is 
often  at  the  root  of 
successful  services  for 
deafblind  children. 

Anne  is  now  beginning 


to  get  a  small  group  of 
families  together  in  Kenya, 
to  learn  together  and  to 
share  experiences. 

New  Zealand 
Lucy  Addison  told  me 
about  her  experience  of 
needing  to  find  the  right 
post  school  provision  for 
her  child.  As  there  was 
little  or  no  provision 
existing  it  was  left  to  her 
and  others  to  ensure  that 
something  was  in  place. 
The  route  they  chose  was 
to  set  up  their  own  trust 
that  provides  a  service  and 
a  home  for  those  who  have 
left  school. 

I  am  sure  there  are  many 
other  stories  to  be  told 
from  Madrid  but  I  hope 
this  brief  selection  is 
interesting.  Many  families 
and  organisations  look  to 
Sense  as  such  a  positive 
example  in  the  way  that 
families  can  be  involved  in 
an  organisation  but  above 
all  else  the  conference  and 
the  families  I  met  showed 
that  there  are  so  many 
shared  experiences  and 
shared  needs  all  over  the 
world  and  that  parents  and 
families  will  always  have  a 
vital  role  to  play  in  the 
development  and 
provision  of  services  for 
their  deafblind  children. 
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How  to  reduce  your  Council  Tax? 

Mencap  have  recently  produced  a  leaflet  promoting 
the  fact  that  carers  may  well  be  entitled  to  a  discount 
on  their  Council  Tax. 

If  you: 
.  look  after  someone  who  receives  the  higher  rate 

of  Disability  Living  Allowance  Care  Component 

(or  higher  rate  Attendance  Allowance) 

•  care  for  that  person  for  a  minimum  of  35  hours 
per  week 

■  that  person  is  not  your  spouse  or  partner 

•  that  person  is  over  18 

•  and  that  the  person  lives  with  you... 

...then  you  may  be  entitled  to  a  discount.  If  you  think 
you  may  be  or  you  want  to  find  out  more  then  contact 
your  Council  Tax  department. 

Mencap  would  also  be  a  useful  place  to  get  more 
information  -  contact  them  on  0171-696  5503. 


This  year,  Sense's  Annual  Review  is  called  'finding  a  Voice'.  It  shows  different  ways 
that  deafblind  people  communicate  with  each  other,  and  features  a  number  of 
deafblind  people  and  their  families.  Yanir  Menom,  for  example  (pictured  above)  is 
learning  to  use  sign  language  with  his  mother,  Nischma.  If  you  would  like  a  copy  of 
the  Annual  Review,  please  contact  the  Communications  Department  at  Finsbury  Park. 
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Facing  the  future  - 
taking  legacies  forward 

Do  you  know  what  is  the  largest  voluntary  income  raiser  for  most  disability 
charities.  Do  you  know  which  voluntary  organisations  do  best?  And  do  you  know 
how  many  people  are  involved  in  giving  this  money? 


No?  Well,  Sense  is  learning 
fast  about  it. 

Legacies,  money  be- 
queathed to  a  charity  in  a 
Will,  are  vital  to  the  long 
term  future  of  the  work  of 
most  charities.  For  most 
disability  organisations, 
55  per  cent  of  voluntary 
income  comes  from 
legacies.  But  they  are  the 
well-known  charities.  The 
profile  of  a  charity  is 
directly  linked  to  its  legacy 
income  -  after  all,  you 
won't  find  many  people 
who  would  leave  their 
money  to  a  cause  they 
know  nothing  about. 

So  where  does  that 
leave  Sense? 

Sense's  legacy  income  at 
the  moment  stands  at 
6  per  cent  of  its  voluntary 
income.  Although  it  is  the 
57th  largest  charity  in  the 
UK,  it  is  one  of  the  least 
well-known  in  the  top  100. 
So  there  is  a  lot  of 


potential  for  Scope  to  tap 
into  this  lucrative  source  of 
income.  Just  as  making  a 
Will  gives  families  security 
for  the  future,  legacies 
allow  Sense  to  give 
deafblind  people  and  their 
families  the  security  of 
knowing  it  will  always  be 
there  to  support  them. 

To  make  sure  this 
happens,  Sense  is 
developing  a  new  strategy 
to  promote  legacies  and  as 
part  of  this,  two  new 
members  of  staff  have  been 
recruited.  Irene  Handley, 
Legacy  Officer  and 
Samantha  Fiander  Press 
Officer  will  be  instrumental 
in  the  growth  and  success 
of  this  strategy. 

Putting  the  plan  into 
action 

Irene  Handley,  Legacy 
Officer  is  responsible  for 
Sense's  legacy  campaign. 
One  of  her  first  priorities 
will  be  to  develop  a 


detailed  strategy  for  the 
promotion  of  this 
important  area  of 
fundraising.  To  facilitate 
this,  she  will  visit  Sense 
centres,  offices  and  shops 
to  meet  with  supporters, 
volunteers,  members, 
families  and  staff.  Through 
this  research,  she  will 
identify  ways  in  which 
Sense  can  promote  the 
long-term  benefits  of 
legacy  giving. 

Irene  says:  'Leaving  a 
legacy  is  important  for 
individuals  and  for 
charities.  Why  do  we 
insure  the  contents  of  out 
home  against  fire,  burglary 
and  so  on  (events  which 
rarely  occur)  but  avoid 
insuring  for  the  future 
because  use  of  the  subject 
of  death  -  an  event 
guaranteed  for  all  of  us?  By 
making  a  Will,  we  take 
control,  and  make  plans  for 
the  future  of  others  -  this  is 
surely  a  very  positive  and 
powerful  action'. 


Samantha  Fiander,  Press 
Officer  will  be  working 
closely  with  Irene  to 
generate  greater  awareness 
of  the  work  Sense  does.  By 
developing  a  positive, 
consistent  understanding 
of  Sense,  the  reasons  for 
leaving  a  Legacy  will 
become  clearer  and  gain 
greater  support. 

In  order  to  encourage 
people  to  leave  a  legacy  to 
Sense,  the  issues 
surrounding  deafblindness, 
and  the  needs  of  deafblind 
people  need  to  be  further 
highlighted.  Through 
media  coverage  of  the 
services,  campaigning,  and 
fundraising  activities  of 
Sense,  Samatha's  role  in 
the  legacy  campaign  will 
be  to  generate  a  favourable 
reception  for  the  idea  of 
leaving  a  legacy  to  Sense, 
reassuring  legators  that 
they  can  make  a 
fundamental  difference  to 
the  future. 


Raising  money  from  local  grant-making  trust  organisations 


Sense  has  centres  all  over  the  country  and  they  are 
closely  supported  by  the  Fundraising  Department. 
For  instance,  as  well  as  providing  support  services 
for  deablind  people,  Sense's  regional  centres  have  an 
ongoing  programme  of  building  local  community 
homes.  These  homes  are  called  'Homes  for  Life'  and 
they  are  exactly  that.  The  residents  live  in  a  family-type 
environment,  where  they  receive  24  hour  care.  The 
homes  make  a  real  difference,  bringing  the  residents 
independence  and  quality  of  life.  The  start-up  costs  for 
these  homes  are  funded  entirely  from  voluntary  sources. 
Fundraising  committees  give  their  free  time  to  organise 
events  and  a  large  proportion  of  the  budgeted  costs 
comes  from  local  grant-making  trusts. 

The  value  of  these  organisations  cannot  be  over- 
stated. Without  their  support  it  is  unlikely  that  the  start- 


up costs  involved  could  be  met  and  many  deafblind 
people  would  not  have  the  accommodation  and  care 
they  deserve.  Below  are  a  selection  of  Trust 
organisations  which  supported  Sense  West's  Next  Step 
Appeal,  providing  community  homes  for  12  deafblind 
young  adults  in  Birmingham.  Our  grateful  thanks  go  to 
them  all: 

The  Eveson  Trust,  The  Allied  Dunbar  Foundation, 
The  Alan  Edward  Higgs  Charity,  The  Lillie  C.  Johnson 
Charitable  Trust,  The  Douglas  Turner  Trust,  Safety  Net 
Trust,  The  Youell  Foundation  Ltd.,  The  Papermaker's 
Society  of  Birmingham,  The  Ratcliff  Foundation, 
Baron  Davenport's  Charity  Trust,  Birmingham 
Hospital  Saturday  Fund,  Lord  Austin  Trust,  The 
Alfred  Haines  Charitable  Trust. 
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Brownies  lend  a 
talking  hand 


^— 


By  learning  to  talk  with  their 
fingers,  the  51st  Earlsdon 
Methodist  Brownies  in  Coventry 
have  led  the  way  in  raising 
money  to  support  deafblind 
people. 

They  have  been  working 
towards  their  Sight  Awareness 
Stage  4  badge  with  Sense,  and  are 
the  first  Brownies  in  the  country  to 
take  part  in  Sense's  deafblind 
disability  awareness  initiative. 

As  part  of  their  work  towards 
their  badge,  the  Brownies  learned 
about  the  work  of  Sense,  were 
challenged  to  learn  the  deafblind 


manual  alphabet,  learned  sighted 
guide  techniques  and  designed 
games  and  toys  for  a  blind  child. 

They  also  gave  Sense  a  helping 
hand  by  getting  sponsorship  for 
each  letter  of  the  alphabet  learned 
and  raised  over  £200  to  support 
Sense's  work  in  seeking 
appropriate  education  for 
deafblind  children  and  adults. 

If  you  know  of  any  Brownie 
groups  who  would  like  further 
information  about  Sense,  please 
call  Ahson  Holland  at  Sense  on 
0121-456  1564. 


Sense  of  Adventure 
Challenge  update 

We  are  still  looking  for 

another  14  groups  or 

individuals  to  take  on  the 

Sense  of  Adventure 

Challenge.  The  Challenge  is 

to  raise  £500  through  small 

events  (anything  from  coffee 

mornings  to  bungee  jumping) 

to  send  one  deafblind  person 

on  a  Sense  holiday.  If  you  are 

interested  in  taking  up  the 

challenge,  please  call 

Georgette  Wright  on 

0121-456  1564. 


Trading  -  another  successful  year 


1996/97  proved  to  be  Sense  Trading's  most  successful 
year  to  date,  with  our  shops  raising  the  marvellous  sum 
of  £2,678,011.  This  achievement  once  again  puts  Sense's 
shops  amongst  the  top  performing  charity  retail  chains 
in  the  country. 

New  shops  galore 

Another  two  shops  recently  opened  their  doors  for  the 
first  time  to  eager  customers,  namely,  Great  Yarmouth  and 
Peckham,  South  London.  Both  shops  had  superb  opening 
days  and  the  Peckham  shop  achieved  the  highest  full  first 
weeks  sales  for  a  Sense  shop  -  £3,695!  The  momentum  is 
set  to  continue,  as  four  more  Sense  shops  are  scheduled  to 
open  before  Christmas,  located  in  Kingstanding,  Norwich, 
Redditch  and  Barr  Head  in  Glasgow.  When  opened,  these 


The  Sense  Charity  Shop  in  Great  Yarmouth 


new  premises  brings  the  total  number  of  Sense  shops 
trading  in  England  and  Scotland  to  47. 

3...2...1... 

The  official  opening  of  the  Sense  shop  in  Holloway, 
London  was  a  perfect  blend  of  adrenaline  and  patience. 
The  crowd  patiently  waited  for  the  momentous  second 
when  the  ribbon  was  cut  by  Sense's  Chief  Executive, 
Rodney  Clarke,  then  in  a  massive  wave  of  bodies,  the 
crowd  flooded  in,  each  part  of  a  bargain  buying  frenzy. 
The  end  result  was  £4,000  in  sales  during  the  first  two 
days. 


Rodney  Clark  officially  opens  the  Holloway 
shop  -  the  first  Sense  shop  in  1997/98. 
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NOTICEBOARD 


Don't  throw  it  away! 

Sense,  and  other  organisations  for  deaf,  blind  and 
deafblind  people,  are  always  interested  in  papers 
and  photographs  for  their  archives  and  for  research 
purposes. 

If  you  have  collected  papers,  books,  photographs, 
or  cuttings  from  your  life  as  a  deaf,  blind  or 
deafblind  person  yourself  or  as  a  parent,  familiy 
member  or  professional ,  please  don't  assume  that 
no-one  will  be  interested.  Please  don't  throw  them 
away  or  allow  your  relatives  to  throw  them  away 
after  you  have  died!  Send  them  where  you  want 
them  to  go,  mention  them  in  your  will,  or  write  a 
letter  to  your  relatives  to  make  sure  they  remember 
to  pass  them  on. 

Sense  will  be  happy  to  coordinate  fetching  and 
sending  any  materials  out  to  appropriate  people  or 
organisations  or  will  add  them  to  our  own  archives. 
If  you  have  any  material  for  our  archive  please 
contact  Gini  Cloke  on  0121-  456  1564  at  Sense  West . 
Please  pass  this  message  on  to  anyone  you  know 
who  might  have  papers.  Thank  you. 


New  'Sound  Plus'  system  at  UCI  cinemas 

United  Cinemas  International  (UCI)  are  currently 
installing  a  new  infrared  sound  transmitter, 
known  as  the  Sound  Plus  system  into  their 
complexes  throughout  the  UK. 

The  new  system  will  dramatically  improve  sound 
quality  for  people  who  are  hard  of  hearing  and 
will  soon  be  available  in  all  UCI  multiplexes.  The 
new  system  replaces  the  existing  hearing  loop;  in 
addition  it  will  enable  those  wearing  hearing  aids 
to  simply  alter  the  setting  to  allow  them  to  hear 
the  movie  without  any  distortion. 

Up  to  60  per  cent  of  all  UCI  multiplexes  will 
have  this  facility  by  the  end  of  the  year  and  every 
new  complex  will  have  the  system  installed. 


Hospital  guidance  system 

In  August,  Sir  Edward  Heath  was  at  st  Mary's 
Hospital  in  Sidcup  to  launch  a  revolutionary 
REACT  Wayfinding  system.  REACT  is  an  audio 
system  which  guides  partially  sighted  people  to  the 
hospital's  main  reception.  Once  at  the  desk, 
volunteers  guide  patients  or  visitors  to  the 
appropriate  area. 

The  system  has  been  developed  by  the  Joint 
Mobility  Unit,  which  is  run  by  RNIB  and  the  Guide 
Dogs  for  the  Blind  Association,  with  GEC  Marconi 
who  donated  the  system  to  Bexley  Social  Services 
and  St  Mary's  Hospital. 

REACT  has  also  been  installed  in  Bexley  Library 
and  Civic  Offices  and  is  being  trialled  for  six  months 
at  Golders  Green  tube  station. 


Sense  West  Training  and 
Consultancy  Service 

Offering  workers  in  the  field  access  to  specialist 
training  and  advice  on  all  aspects  of  working 
with  deafblind  and  multi  sensory  impaired 
people. 

October  1997 

Wednesday  1st 
Tactile  Defensiveness 

Activities  to  encourage  use  of  touch. 

Course  providers:  Jenny  Fletcher,  Mary  Foster 

Wednesday  8th 
Development  of  Tactile  Communication 
Systems  including  the  use  of  'Moon'. 
Course  provider:  Mike  McLinden 

November  1997 

Wednesday  5th 
Deafblindness  in  older  people 

Aimed  at  people  who  have  significant  contact 
with  older  people,  covering  deterioration  in  sight 
and  hearing,  communication  strategies,  practical 
solutions,  and  accessing  the  environment. 
Course  provider:  Liz  Duncan 

10th-14th 
5  day  Intervenor  Course 

(This  course  provides  a  basic  training  for  those 
working  closely  with  a  deafblind  child  or  adult) 
The  programme  will  include: 
Communication,  Use  of  Touch,  Mobility, 
Use  of  Functional  Vision  and  Hearing, 
Working  with  Carers,  Challenging  Behaviour 


Cost: 

One  Day  Courses:  £40.00-£45.00  Professionals 
£15.00  Parents 

Five  Day  Intervenor  Courses:  £260.00  Professionals 

£60.00  Parents 

The  venue  for  all  the  above  courses  is:  Sense  West, 
Princess  Royal  Centre,  4  Church  Road,  Edgbaston, 
Birmingham  B15  3TD.  Telephone:  0121-456  1564 
If  you  do  not  find  a  course  to  meet  your  needs 
within  this  programme,  we  are  happy  to  talk  with 
you  and  develop  an  alternative  course  geared 
towards  your  own  service  needs.  The  cost  for  the 
development  and  delivery  of  an  in-house,  tailor- 
made  course  is  £375.00  per  day  plus  travel. 
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REGIONAL  OFFICES 
AND  CENTRES 

Sense  Cymru 

Shand  House,  20  Newport  Road, 

Cardiff  CF2  1YB 

Tel/Fax  :01222-457641 

Development  Officer:  June  Hoy 

Sense  Northern  Ireland 

Resource  Centre,  Knockbracken 

Health  Care  Park,  Saintfield  Road, 

Belfast  BT8  8BH 

Tel:  01232-705  858 

Fax:  01232-705  688 

Divisional  Services  Manager:  Meta 

McMullin 

Sense  Scotland 

Unit  5/2,  8  Elliot  Place, 

Clvdeway  Centre,  Finnieston, 

Glasgow  G3  SEP 

Tel:  0141-221  7577 

Fax:  0141-204  2797 

National  Director:  Gill  Morbey 

Sense  East 

The  Manor  House,  72  Church 
Street,  Market  Deeping, 
Peterborough  PE6  8AL 
Tel:  01778-344  921 
Fax:  01778-380  078 

Sense  North 

122  Westgate,  Wakefield  WF1  1XP 

Tel:  01924-201  778 

Fax:  01924-366  307 

Head  of  Development:  Bob  Snow 

Sense  South  East 

Ground  Floor,  Hanover  House, 

76  Coombe  Road,  Norbiton, 

Kingston,  Surrey  KT2  7JE 

Tel:  0181-541  1147 

Fax:  0181-541  1132 

Regional  Director:  Hilary  Crowhurst 

Sense  West 

4  Church  Road,  Edgbaston, 

Birmingham  B15  3TD 

Tel:  0121-687  1564 

Fax:  0121-687  1656 

Regional  Director:  Steve  Alexander 

Sense  Trading 

Unit  2,  Murray  Business  Centre, 

Murray  Koad,  Orpington, 

Kent  BR5  3RE 

Tel:  01689-827  030 

Head  of  Trading:  Adrian  Barker 

Sense  I inance 
122  Westgate,  Wakefield, 
West  Yorkshire  WF1  1XP 
Tel:  01924-298  000 

Director  of  Finance:  Derek  iVrnak 


BRANCH  CONTACTS 


Sgm 


The  National  Deafblind 
and  Rubella  Association 

HEAD  OFFICE 

11-13  Clifton  Terrace, 

Finsbury  Park,  London  N4  3RS 

Tel:  0171-272  7774 

Fax:  0171-272  6012 

Chief  Executive:  Rodney  Clark 

FAMILY/EDUCATIONAL 
SUPPORT 

The  Family  Centre 

Sense  South  East 

86  Cleveland  Road,  Ealing, 

London  W13  OHE 

Tel:  0181-991  0513 

Principal:  David  Brown 

The  Birmingham  Family  Centre 

Sense  West-Midlands, 
The  Princess  Royal  Centre 
(see  details  above) 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre 

Sense  Scotland,  15  Newark  Drive, 

Pollokshields,  Glasgow  G41  4QB 

Tel:  0141-424  3222 

Fax:  0141-424  1390 

Principal  Officer:  Linda  Annan 

Woodside  Family  Centre 

Sense  West-South  West, 
Woodside  Road, 
Kingswood  Bristol  BS15  2DG 
Tel/Fax:  0117-967  0008 
Centre  Manager:  Cathie  Godfrey 

Day  Services 

Sense  Scotland,Unit  5, 

Claremont  Centre, 

39  Durham  Street,  Glasgow  G41  IBS 

Tel:  0141-427  9741 

Fax:0141-427  9745 

Head  of  Day  Services:  Paul  Hart 

Sense  East  Educational  Consultancy 

The  Manor  House 
(see  details  above) 

Sense  East  Outreach  Services 

8  West  Parade,  Lincoln  LN1  1JT 
Tel:  01522-576  770 
Fax:01522-576  775 
Contact:  Moira  Barratt 


Avon  Parents  Resource 

Derek  and  Mandie  Lewis, 
74  Pendennis  Park, 
Brislington,  Bristol  BS4  4JN 
Tel:  0117-987  7927 

East  Anglia  Branch 

Elizabeth  Royle,  The  Lanterns, 
Church  Lane,  Playford, 
Ipswich  Suffolk  IP6  9DS 
Tel:  01473-622  443 

East  Midlands  Branch 

Tracey  Good,  18  Mount  Pleasant, 
Louth,  Lines  LN11  9DR 
Tel:  01507-608  364 

Essex  Branch 

Daphne  Race,  5  Glebe  Cresent, 
Broomfield,  Chelmsford  CM1  7BH 
Tel:  01245-440  414 

Kent  Branch 

Sue  Turner,  Spring  Grove, 
Goudhurst  Road,  Marden, 
Tonbridge,  Kent  TN12  9NW 
Tel:  01203-616  962 

Midlands  Branch 

Margaret  Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU 
Tel:  01622-831  345 

Norfolk  Branch 

Anne  Fitzpatrick,  38  Pelham  Road, 
Norwich,  Norfolk  NR3  3NG 
Tel:  01603-484  111 

Northern  Ireland  Branch 

Muriel  Matters,  11  The  Coaches, 
Brown  Brae,  Croft  Road, 
Holywood  BT18  OLE 
Tel:  01232-421  475 

North  West  Branch 

Brenda  Carter,  3  The  Briars, 
Eccleston,  Chorley,  Lanes  P27  5UB 
Tel:  01257-451  920 

Nottingham  Branch 

Alison  Armes,  The  Willows, 
142  Main  Road,  Watnell, 
Notts  NG16  1HA 
Tel:  0115-945  8118 

Sense  Cymru  Branch 

Hazel  Benjamin,  8  Forest  View, 
Cimla,  Neath,  West  Glamorgan 
SA11  3RS 
Tel:  01323-847  612 

South  Coast  Branch 

Jackie  Turner,  59  Old  Orchard  Place, 
Hailsham,  East  Sussex  BN27  3JA 
Tel:  01639-637  115 

South  West  Branch 

Mary  Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12  1EV 
Tel:  01626-69278 

Yorkshire  Branch 

Pat  Machin,  10  May  field  Avenue, 
Bailiffe  Bridge,  Brighouse 
West  Yorkshire  HD6  4EF 
Tel:  01484-718  226 
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From  the  editor... 


AGENDA  FOR  CHANGE 

We  have  seen  a  lot  of  changes  in  the  last  two  years  both  in  the  magazine  style  and 

in  its  content.  We  have  seen  features  develop,  a  wider  circulation  achieved,  and 

have  welcomed  Newsleaf  into  our  covers.  There  have  also  been  many  changes 

behind  the  scenes  that  might  not  have  been  so  obvious,  such  as  better  and  more 

cost  effective  editing  and  production  methods. 

But  our  job  is  never  finished.  Talking  Sense  reflects  the  evolving  and  developing  life 

and  work  of  Sense  and  the  deafblind  community  as  a  whole,  and  so  it  will  always 

be  changing.  And  it  will  always  be  looking  for  ways  to  improve. 

One  major  improvement  still  outstanding  is  the  design  of  the  magazine  and, 

in  1998,  you  will  see  some  more  distinctive  changes  when  the  newly  designed 

magazine  is  relaunched. 

Finally,  I  want  to  mention  another  change.  From  the  next  issue, 

Colin  Anderson,  Sense's  Senior  Communications  Officer,  who 

has  been  the  mainstay  behind  many  of  the  recent  changes, 

will  officially  take  over  as  Editor  of  Talking  Sense.  I  will  still 

maintain  a  keen  interest,  particularly  in  the  strategy  behind 

the  'words'  as  Managing  Editor,  and  will  hopefully 

contribute  regularly. 

I  hope  the  changes,  old  and  new,  add  to  your  interest  and 

enjoyment  of  Talking  Sense,  and  both  Colin  and  I  welcome 

your  views. 

Our  Spring  1998  and  'relaunch'  issue  will  feature  the 

family,  not  just  because  of  the  wealth  of  important 

material  on  this  subject,  but  also  because  the 

family  remains  at  the  core  of  Sense  and  at  the 

core  of  this  magazine.  We  look  forward  to 

your  contributions. 

Sarah  Talbot-Williams 
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Our  next  issue! 

The  theme  of  our  next  issue  will  be 
the  family,  and  the  deadline  for 
articles  and  news  is  23  January. 
Please  send  your  ideas,  news  and 
articles  to  Colin  Anderson  in  the 
Communication  Department  at 
Finsbury  Park. 

The  deadline  for  the  next  issue, 
which  is  Friday  23  January! 
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Princess  Royal  asks  Leeds' 
business  community  to  see 
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HRH  Princess  Anne  meets  Leeds  business  leaders  at  the 
Northeren  Unity  Appeal  lunch 


Her  Royal  Highness 
The  Princess  Royal 
visited  Leeds  in 
October  to  show  her 
support  for  Sense  North's 
successful  work,  and  called 
for  the  local  business 
community  to  support  the 
development  of  further 
services  in  Leeds. 


Welcomed  by  residents, 
staff  and  the  local 
community  at  509  Leeds 
and  Bradford  Road,  she 
officially  opened  the  house, 
which  is  home  to  five 
residents.  After  receiving  a 
posy  from  Joseph  Martin, 
The  Princess  was  given  a 
tour  of  the  home,  and  then 


enjoyed  a  cup  of  coffee 
with  Curtis  Huggins. 

In  what  was  a  packed 
day,  The  Princess  went  on 
to  launch  the  Northern 
Unity  Appeal  at  a  lunch 
hosted  by  Sense  for  the 
local  business  community. 
Following  the  success  of 
the  homes  at  509  Leeds 
and  Bradford  Road  and 
138  Bradford  Road,  The 
Northern  Unity  Appeal  has 
been  established  to  raise 
£260,000  for  the  Ashley 
House  project  in  Leeds. 

The  appeal  builds  on  the 
success  of  the  day  service 


in  Rotherham  and  makes 
provision  for  a  further 
education  service.  Senior 
executives  from  the  local 
business  community  were 
called  up  by  the  Princess  to 
support  the  Appeal. 

Her  final  engagement  of 
the  day  was  with  Leeds 
Girls'  High  School.  The 
girls  wanted  to  make  a 
donation  to  a  cause 
supported  by  the  Princess. 
They  presented  Her  Royal 
Highness  with  a  garden 
bench  for  all  the  residents 
at  509  to  enjoy  in  their  new 
sensory  garden. 


Pupils  from  Leeds  Girls'  High  School 
meet  residents  from  509 
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The  new  family  centre  building  in  Mallusk 


New  family  centre 
for  Northern  Ireland 


Sense  Northern  Ireland  has  been  given  the  go-ahead 
to  develop  an  exciting  new  family  centre  for  the 
region.  The  ground  floor  of  the  building  will  be  used 
for  a  nursery  for  children  with  multi-sensory  impairments 
and  other  special  needs.  The  outreach  service  to  families 
will  continue,  and  there  are  also  plans  to  develop  sibling 
groups,  after  school  care,  Saturday  clubs  and  parent 
workshops.  Refurbishment  starts  soon  and  we  are  looking 
forward  to  this  exciting  new  chapter  in  the  history  of 
Sense  Northern  Ireland. 
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Lottery  win  for  Sense  Northern 
Ireland's  volunteer  programme 
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A 


£79,000  National 
Lottery  grant  means 
Lthat  Sense  Northern 
Ireland's  two-year  pilot 
volunteer  development 
programme  gets  the  go- 
ahead. 

Thanks  to  a  two  year 
grant  of  £79,000  from  the 
National  Lottery  Charities 
Board  (Northern  Ireland), 
Sense  Northern  Ireland 
will  be  appointing  a 
Volunteer  Development 
Officer  to  co-ordinate  and 
manage  a  comprehensive 
recruitment,  training  and 
monitoring  programme 
involving  at  least  50 
volunteers. 

The  programme  will  be 
managed  within  the 
fundraising  department, 
which  will  look  at 
volunteering  opportunities 


within  both  fundraising 
and  communications.  The 
department  will  also  work 
closely  with  colleagues 
throughout  Sense  Northern 
Ireland  to  identify  other 
areas  where  volunteers  can 
be  of  assistance. 

The  programme  will  be 
volunteer-focused  and  will 
create  job  descriptions  and 
person  specifications  for  all 
opportunities.  The  training 
needs,  skills  and  interests 
of  volunteers  will  then 
be  assessed,  so  that  they 
can  be  matched  to 
opportunities  which  will 
best  meet  the  programme's 
needs. 

Volunteers  will  then 
undergo  a  thorough 
induction  programme 
before  their  placement 
begins.  A  comprehensive 


and  ongoing  training 
programme  will  also  be 
developed  and 
implemented  by  both  the 
Volunteer  Development 
Officer  and  the  department 
in  which  the  volunteer  is 
placed.  The  Volunteer 
Development  Officer  will 
continue  to  meet  regularly 
with  the  volunteer  to 
review  progress  and  to 
offer  support. 

In  looking  towards  the 
needs  of  volunteers  as  well 
as  the  organisation  -  we 
hope  we  will  be  successful 
in  attracting  volunteers 
and  helping  them  achieve 
their  full  potential  through 


Volunteers  can  be  invaluable 

the  implementation  of  both 
a  professional  and  personal 
development  programme. 
If  we  are  prepared  to 
make  a  commitment  to 
volunteers,  then  they  are 
much  more  likely  to  make 
a  commitment  to  us. 


Making  a  new  home 
in  the  South  West 


USHER  UK  WINS 
NATIONAL  LOTTERY  GRANT 

In  the  spring  of  1997,  Usher  UK  gathered 
information  from  the  NLCB  (National  Lottery 
Charities  Board)  and  applied  for  a  grant. 

Although  Usher  UK  is  a  branch  of  Sense,  it  is 
very  much  a  voluntary  organisation  with  Usher 
people  organising  the  group  in  different  roles. 
The  grant  would  enable  Usher  UK  to  set  up  a 
project  spread  over  three  years. 

The  project's  aim  was  to  develop  and  train  a 
network  of  Deaf  Volunteer  Advocates  for  Usher 
people  so  they  can  be  active  in  their  local 
communities  such  as  the  North,  Midlands,  West 
Country,  Wales,  and  Northern  Ireland.  The  grant 
would  cover  training  fees,  staff  fees,  venue  hire 
and  accommodation  costs. 

In  the  summer,  an  assessor  from  the  NLCB  came 
to  Sense  HQ  and  interviewed  Gill  Winstanley 
(Usher  UK  Chair),  David  Hyslop  (referee)  and 
myself  (Usher  UK  Vice  Chair  and  Deaf  Volunteer 
Advocate  Coordinator)  and  with  the  help  of 
interpreter  Siobhan  Richardson,  we  had  a  most 
excellent  interview  ! 

The  final  result  was  that  Usher  UK  was 
successful!  We  had  been  granted  the  full  amount 
we  had  asked  for  -  £33,682  ! 

Watch  this  space  for  further  progress... 

Frances  Ridgewell 


'Applemead'  is  an  exciting 
new  Sense  group  home 
providing  residential  and 
education  services  for  six 
deafblind  people.  The 
home  was  opened  in 
August  for  deafblind 
people  from  Devon  who 
were  ready  to  move  on 
from  the  Royal  School  for 
the  Deaf  in  Exeter. 

The  house  has  been 
specially  designed  to  help 
people  with  sensory 
impairments  to  find  their 
way  around.  The  use  of 
tactile  borders  and 
differently  painted  rooms 
aids  the  ability  of  the 
residents  and  visitors  to 


Team  leader  Marie  Tucker  and 
I  hi'  decorators  get  stuck  in 


distinguish  the  physical 
environment  of  the  house. 

With  specialist  services 
and  on-hand  support  from 
Sense  staff,  the  residents  are 
able  to  live  as  independently 
as  possible  in  their  local 
community.  Applemead  has 
become  a  welcome 
alternative  to  longstay 
hospital  wards  or  other, 
often  inappropriate,  places  - 
a  place  where  deafblind 
people  can  make  their  own 
home,  and  develop  their 
talents  to  the  full. 

The  next  task  for  the 
home  is  to  develop  a 
sensory  garden  at  the  back 
of  the  house.  This  project 
has  already  received 
donations  from  the  local 
community,  and  work  is 
now  underway.  Special 
consideration  will  be  given 
to  the  plants  and  features 
used.  All  items  are  selected 
carefully  for  their  sensory 
nature  -  be  it  the  scent  of  a 
rose,  the  touch  of  a  leaf  or 
the  feel  of  gravel  under 
foot  -  to  make  the  garden  a 
sensory  experience  for  all. 
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Sense  West  links  up  with  Derbyshire  to 
fund  an  Outreach  Development  Project  with 
older  people  with  acquired  deafblindness 


Sense  West  is  working 
in  partnership  with 
Derbyshire  County 
Council,  Derby  City 
Council  and  Southern 
Derbyshire  Health 
Authority  to  address 
the  shortfall  in  service 
provision  for  older 
people  with  acquired 
deafblindness  in 
southern  Derbyshire. 

An  Outreach 
Development  Worker, 
Sarah  Goodwin,  has  been 
appointed  by  Sense  West 
for  the  two  year  project, 
which  will  involve  the 
production  of  case  studies 
of  six  older  deafblind 
people  to  help  to  provide 
information  for  the  process 
of  service  development. 
The  six  people  will  be 
identified  from  individuals 
who  have  acquired  a 
combined  sight  and 
hearing  loss  in  older 
age,  which  has  caused 
difficulties  with 
communication,  access  to 
information  and  mobility. 
It  is  hoped  to  ensure  a  high 
degree  of  diversity  within 
the  group,  in  order  to  have 
the  opportunity  to  explore 
issues  around  age  of 
onset,  degree  of  loss, 
first  language  other  than 
English,  gender,  and 
residential  situation.  The 
six  cases  will  be  selected 
from  across  southern 
Derbyshire  in  order  to 
involve  a  greater  number 
of  professionals  and  care 
staff  in  the  project, 
increasing  awareness  and 
information,  and  the 
provision  of  training. 

The  project  has  a  number 
of  key  aims: 

•  the  detailing  of  the  need 
for  better  provision 

•  the  development  of 
existing  sensory  services 


•  the  setting  up  of  new 
services 

•  improvement  in  access 
to  general  services  for 
deafblind  people 

•  a  blueprint  for  securing 
specialist  services  for 
deafblind  people. 

'The  project  reflects 

Sense's  recently 

agreed  commitment 

to  working  for  older 

people  with  acquired 

deafblindness' 

In  order  to  achieve 
these  aims,  Sarah  will  be 
working  on  a  number  of 
key  areas  of  activity  within 
the  project: 

•  raising  awareness  of  the 
needs  of  deafblind  people 

•  an  audit  of  current 
services 

•  the  identification  and 
location  of,  and 
consultation  with,  older 
deafblind  people,  their 
carers  and  families 

•  specialist  assessments 
of  individuals'  needs 

•  the  development  of 
specialist  services  to 
meet  these  needs  by 
developing  a  strategy 


for  implementation, 
assessment  and  care 
management,  and 
training  and  resource 
implications 

•  improving  access  for 
deafblind  people  to  the 
wide  range  of  general 
social  welfare,  health 
care  and  community 
services 

•  the  development  of  a 
strategy  for  securing  the 
services  developed. 

A  Steering  Group  has 
been  set  up  to  oversee 
the  project,  involving  a 
partnership  of  a  number  of 
agencies,  including  Sense 
West,  Derbyshire  County 
Council,  Derby  City 
Council,  Southern 
Derbyshire  Health 
Authority,  Disability 
Direct,  Derbyshire  Centre 
for  Integrated  Living, 
Campaign  for  Tackling 
Acquired  Deafblindness, 
and  the  Derbyshire 
Association  for  the  Blind. 
The  Steering  Group  will 
ensure  that  the  various 
members'  staff  and 
resources  are  organised 
to  ensure  that  ongoing 
support  is  provided  to 
safeguard  the  services 
developed  at  the  end  of 
the  project. 


Sarah  Goodwin 

The  project  reflects 
Sense's  recently  agreed 
commitment  to  working 
for  older  people  with 
acquired  deafblindness, 
and  will  provide 
invaluable  information 
and  expertise  in  this  field, 
which  can  be  utilised  and 
built  upon  across  Sense. 

If  you  would  like  more 
information  about  this 
project,  or  feel  you  would 
be  able  to  provide  support 
or  expertise,  please  contact 
Sarah  Goodwin,  Outreach 
Development  Worker, 
Derbyshire,  on 
Telephone/  Fax  /  Minicom 
(01332)  606678,  or  through 
Sense  West  at  The  Princess 
Royal  Centre,  4  Church 
Road,  Edgbaston, 
Birmingham,  B15  3TD. 


In  memory 


Anne  Whatley  died 
peacefully  in  her 
sleep  on  Tuesday 
21  October  at  RNID 
Poolemead  Centre,  Bath. 
Her  mother,  Joan  Whatley 
and  brother  Peter  write: 

lWe  thank  all  the 
members  of  Sense  very 
much  who  have  sent 


messages  of  sympathy 
on  the  sudden  and 
unexpected  death  of 
darling  Anne  -  very 
peacefully  in  her  sleep.  We 
miss  her  dreadfully,  but 
also  now  with  a  certain 
sense  of  relief  to  know  that 
she  did  not  have  to  suffer 
any  painful  illness. 


Anne  had  a  good  and 
fulfilling  life  at  Poolemead 
with  such  caring  staff.  We 
will  be  giving  a  garden 
seat  in  her  memory,  which 
all  the  residents  in  the 
house  can  enjoy.' 
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Excellence  for  all  Children: 

Meeting 

specialist  support  and 

Special  Educational  Needs 

expertise  is  essential, 
regardless  of  whether 

content  seriously. 

children  are  in  mainstream 

A  Green  Paper  for  discussion 

As  you  know,  Sense  has 

or  special  schools.  Parental 

for  many  years  advocated  a 

choice  is  a  significant  issue. 

Eileen  Boothroyd 

Government  is  genuinely 

system  for  supporting 

In  making  provision  for 

seeking  both  guidance  and 

deafblind  children  which 

children,  the  training  of 

The  Labour  Party  pre- 

ideas in  a  number  of  key 

encourages  joint  working, 

teachers  and  ancillary 

election  rhetoric  exhorted 

areas  which  affect  all 

not  only  between  LEAs,  but 

supporters  is  also  a  subject 

us  to  believe  that  when  in 

children  with  special 

also  inter-agency  partnership 

for  discussion.  Many  of  you 

Government  its  priority 

educational  needs. 

with  Education,  Social 

will  know  that  there  is  a 

would  be  Education, 

As  part  of  our  response, 

Services  and  Health,  pulling 

special  qualification  for 

Education,  Education! 

Sense  has  invited  a  number 

together  to  meet  children's 

teachers  of  multi-sensory- 

True  to  its  word,  since 

of  families  to  meet  officials 

needs.  This  is  because  we 

impaired  children  - 

taking  power  this  pledge  has 

from  the  DfEE  in  early 

know  that  the  '  whole  view' 

alongside  those  for  teaching 

been  translated  into  reality 

December  to  talk  through 

of  children  is  one  which 

visually-impaired  and 

through  a  series  of 

issues  that  they  feel  are 

brings  dividends  for  those 

hearing-impaired  children. 

discussion  papers.  In  July, 

important  to  them  and  their 

who  are  multi-sensory- 

The  importance  of  well- 

"  Excellence  in  Schools' 

children.  At  that  meeting 

impaired  and  that  specialist 

qualified  teachers  for 

was  issued  outlining  the 

too,  our  colleagues  from  the 

support  is  vital  throughout 

sensory-impaired  children  is 

Government's  approach  and 

Department  will  be  able  to 

each  child's  school  career. 

well  documented.  The  Green 

targets  for  education  to  the 

present  some  of  the  issues 

We  also  know  that  sharing 

Paper  also  initiates 

year  2002,  and  at  the  end  of 

and  answer  any  questions. 

expertise  and  knowledge  is 

discussion  about  furthering 

October  another  paper 

In  addition  to  this 

important  for  children  with 

opportunities  for  Learning 

specifically  looking  at 

meeting,  we  have  invited 

low-incidence  disabilities. 

Support  Assistants,  who 

Special  Educational  Needs 

our  colleagues  in  schools 

The  Green  Paper  raises  all 

play  a  vital  role  with  many 

was  issued  called  '  Excellence 

and  sensory-support 

these  issues  for  discussion: 

deafblind  and  multi-sensory- 

for  all  Children'.  It  focuses 

services,  and  universities 

joint  working,  early 

impaired  children  and 

on  the  planning  and 

and  other  voluntary  sectors 

intervention  and  regional 

frequently  find  difficulty  in 

provision  for  children  with 

to  support  our  work  by 

planning  as  well  as  the 

accessing  training. 

special  educational  needs, 

offering  their  ideas  to 

importance  of  our  specialist 

If  you  would  like  to 

including  those  who  are 

contribute  to  our  response. 

schools  and  centres  in  the 

receive  a  copy  of  the  Green 

deafblind  or  multi-sensory- 

By  January  we  intend  to 

maintained,  GM  and  non- 

Paper  please  contact  the 

impaired. 

report  our  thoughts  in  a 

maintained  sectors. 

Education  Team  at  Sense 

Both  documents  have  been 

response  which  clearly 

Inclusion  is  a  strong  theme 

Head  Office  -  you  can 

widely  distributed  to 

encapsulates  our  position, 

in  the  Green  Paper,  but  in 

respond  directly  to  the 

professionals  and  families 

and  we  hope  that  the 

developing  this  theme,  the 

Department  or  make  your 

and  we  believe  that  the 

Government  will  consider  its 

paper  also  recognises  that 

comments  to  us! 

Northern  Counties  Outreach  Service 

At  the  beginning  of 

children  in  the  region 

provision  by  providing, 

schools,  the  provision  of 

September,  the  Northern 

(including  the 

locally,  advice  to  parents  and 

specialist  advice  to  teachers 

Counties  School  for  the 

establishment  of  training 

early  hands-on  work  with 

and  access  to  learning 

Deaf  in  Newcastle-upon- 

courses  to  meet  individual 

their  children  to  demonstrate 

materials  and  special 

Tyne,  with  financial 

school  or  group 

and  encourage  early 

resources  at  the  School  for 

support  from  the  Sir  James 

requirements) 

stimulation  and  good  inter- 

training purposes. 

Knott  Trust,  established  an 

•  assessment  of  multi- 

active  learning  practice. 

exciting  new  specialist 

disabled  children  and  the 

It  is  planned  that  a  toy 

For  fuller  information 

service  for  deafblind  and 

provision  of  specialist 

library  and  loan  service  will 

contact- 

other  multi-disabled 

advice  and/or  access  to 

be  available  to  families  and 

Roger  Grant 

children  in  the  Northern 

specialist  facilities  to  help 

professionals  by  the  end  of 

Development  Officer 

Region.  The  new  service 

with  the  statementing 

the  year. 

Northern  Counties  School 

focuses  on  three  main  areas 

process  and  guide  to 

Through  the  new  service, 

for  the  Deaf 

of  provision: 

future  school  management. 

schools  will  be  able  to  seek 

Great  North  Road 

•  advjff,  guidance  and 

By  providing  local  support 

assistance  with  the  planning 

Newcastle-upon-Tyne 

support  for  th<-  parents  of 

to  parents,  this  new 

of  individual  educational 

NE2  3BB 

multi-disabled  children 

OulrcK  h  Service  should 

programmes  for  deafblind 

Telephone: 

•  advice,  guidance  and 

remove  the  need  lor  them  to 

children  and  gain  access 

Tyneside  (0191)  281  5821 

port  for  the  •/  hools 

travl  out  of  the  region  for 

to  a  range  of  specialist 

(Voice  &  Minicom) 

and  professional* 

9pe<  ialisl  assistance.  It  will 

equipment.  The  support 

Fax: 

supporting  multi-disabled 

fill  the  existing  gap  in 

available  includes  visits  to 

Tyneside  (0191)  281  5060 
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Management  restructuring  for  Sense 


MANAGEMENT 


Dave  Harker's  leaving  was  the  catalyst 
for  Sense  to  re-think  its  management 
structure.  As  Managing  Director,  Dave's 
contribution  was  considerable,  but  should  we 
attempt  to  seek  a  direct  replacement  or  should 
we  consider  an  alternative  management 
structure? 

The  Compass  Partnership  was  asked  to 
undertake  a  review  to  provide  an  independent 
assessment  on  this  question,  and  because  of  its 
previous  contact  with  Sense  it  had  the  added 
advantage  of  being  knowledgeable  about  our 
work  and  organisational  structure.  In  addition 
to  examining  the  management  posts  required 
and  the  relationship  between  them,  Compass 
was  also  asked  to  evaluate  the  formal 
meetings  the  Senior  Management  Team  had 
and  to  propose  improvements. 

Their  work  generated  several  options  but  a 
number  of  key  themes  emerged.  Firstly,  any 
structure  shoud  be  simple  to  understand. 
Secondly,  we  should  not  become  too  precious 
about  the  structure  we  choose  because  the 
social  care  sector  is  changing  so  rapidly  that 
our  structure  might  change  again  in  the  future 
as  we  'move  with  the  times'.  Thirdly,  any  new 
structure  must  address  the  requirement  to 
consolidate  changes  within  each  region  and 
move  towards  greater  harmony.  Fourthly,  any 
recommendations  should  be  afforded  within 
existing  costs  and,  where  possible  reduce  our 
management  overheads. 

The  result  was  to  delete  the  Managing 
Director  post  and  introduce  a  Director  of 
Operations.  This  post  was  viewed  as  a  part- 
time  activity  that  could  be  added  to  an 
existing  Regional  Director's  duties.  Through 
discussion,  I  was  asked  to  fulfil  this  post.  The 
Director  of  Operations'  role  will  manage  all 
front  line  operational  services  in  England, 
Wales  and  Northern  Ireland.  This  will  enable 
effective  co-ordination  of  services,  accelerate 
inter-regional  working  and  provide  partial  but 
immediate  covering  of  some  of  Dave  Harker's 
previous  responsibilities.  In  addition,  a  Head 
of  Corporate  Initiatives  post  will  be  created  to 
assist  the  work  of  the  Chief  Executive  and 
members  of  the  Senior  Management  Team. 
This  post  will  not  be  designed  to  be  a  full 
member  of  the  Senior  Management  Team  but 
will  provide  some  of  the  support  functions 


within  the  deleted  Managing  Director  role. 

The  implications  of  these  proposals  does 
mean  that  Rodney  Clarke  will  line  manage 
support  service  directors  in  addition  to  Gill 
Morbey  (Director  of  Scotland)  and  the 
Director  of  Operations.  As  Director  of 
Operations,  I  will  manage  other  Regional 
Directors,  the  Head  of  Sense  North  (Bob 
Snow)  and  my  existing  line  management  of 
Northern  Ireland,  Wales  and  Sense  West. 

With  regard  to  the  effectiveness  of  meetings, 
it  was  clear  that  the  Senior  Management  Team 
meeting  was  too  long  (lasting  a  full  day)  and 
on  occasions  was  immersed  in  detail  that 
should  have  been  resolved  before  the  meeting. 
As  a  consequence,  it  has  been  accepted  that 
smaller  groups  should  undertake  this 
preparation,  leaving  the  SMT  to  have  a  swifter 
and  more  efficient  business  meeting.  To  begin 
with,  Sense  will  have  an  Operations  Group 
(made  up  of  Regional  Directors  and  Heads  of 
Service)  and  a  Finance  Group.  Other  meeting 
groups  may  be  convened  if  necessary. 

My  appointment  as  Operations  Director 
does  not  mean  that  Sense  West  will  dominate 
Sense's  front  line  Operations.  Equally,  the 
management  of  Sense  West  will  not  be  diluted 
as  a  result  of  my  corporate  duties.  Since  my 
start  with  Sense  in  November  1995, 1  had 
viewed  myself  as  employed  to  work  for  Sense 
to  represent  the  needs  of  deafblind  people.  On 
this  point,  I  am  much  more  galvanised  than 
attempting  to  describe  the  rather  'dry'  subject 
of  management  structure.  However,  as  a 
Senior  Management  Team  we  are  clear  that 
our  everyday  activities  must  contribute  in  a 
meaningful  way  to  positively  improving  the 
lives  of  deafblind  people.  My  personal 
ambition  is  to  ensure  that  appropriate 
community  based  services  exist  in  every  local 
authority  area.  To  achieve  this,  we  need  to 
further  develop  a  proactive  and  systematic 
approach  to  service  expansion. 

The  new  management  structure  satisfies  the 
priorities  expressed  in  the  review.  However, 
structure  is  not  an  end  in  itself,  more  a  means 
to  an  end,  and  in  order  for  Sense  to  fulfil  its 
mission  it  needs  all  its  staff,  parents  and 
volunteers  to  breathe  life  into  the  values  that 
bind  us  together. 


by  Steve  Alexander, 
Director  of 
Operations 


'We  need  to 
develop  a 
proactive  and 
systematic 
approach 
to  service 
expansion' 


New  booklet  focuses  on  older  deafblind  people 

A  new  booklet  'Deafblindness  -  understanding  and  caring'  has  been  designed  for  staff 

working  in  day  and  residential  care  homes  for  older  people,  and  offers  practical  advice 

on  the  communication  and  mobility  needs  of  deafblind  people.  It  has  been  produced 

by  the  Council  for  the  Advancement  of  Communication  with  Deaf  People  (CACDP), 

and  was  written  by  Sense's  Liz  Duncan  and  Bob  Snow. 

The  booklet  is  available  from  CACDP,  Pelaw  House,  School  of  Education, 

University  of  Durham,  Durham  DH1  1TA  -  cost  £3  each  or  £25  for  10. 
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THE  HEALTH  AWARENESS  CAMPAIGN 


^ 


We  told  them! 


Follow-up  to 

last  issue's  'Will 

Someone  Tell  me 

What's  Going  On' 


Rodney  Clark  with 
the  speakers  at  the 
House  of  Commons 


Health  specialists,  doctors  and  nurses  all 
heard  about  Sense  this  Autumn  as  the 
messages  from  its  National  Health 
Awareness  Campaign  gained  momentum. 

More  than  5,300  health  specialists  country- 
wide were  targeted  with  Communication  Sense, 
the  series  of  three  booklets  on  effective 
communication  for  health  professionals.  The 
response  was  strong,  with  more  copies 
frequently  requested. 

Six  open  days  at  different  Sense  centres 
were  another  successful  way  to  disseminate 
the  key  messages  and  information  about  the 
specialist  services  Sense  provides.  Follow-up 
days  have  been  set  up  in  some  areas  in 
response  to  demand. 

Publicity  backed  up  the  campaign.  More 
than  50  radio  stations  ran  interviews  on  the 
campaign  and  regional,  disability  and  health 
press  also  ran  stories.  Coverage  in  Practical 
Nurse,  Professional  Nurse  and  Community  Nurse 


particularly  aroused  many  enquiries  and 
requests  for  literature. 

A  reception  at  the  House  of  Commons  on 
Wednesday  19  November  kindly  hosted  by 
Tom  Levitt,  Labour  MP  for  High  Peak  in 
Derbyshire,  brought  together  MPs  and  Peers 
from  all  parties.  Speeches  were  made  by 
Alan  Howarth,  Minister  for  Education  and 
Employment  with  responsibility  for  Equal 
Opportunities,  Patrick  Nichols,  Conservative 
Health  spokesperson,  and  Dr  Peter  Brand, 
Liberal  Democrat  spokesperson.  In  response, 
Rodney  Clark  reiterated  the  call  for  greater 
communication.  He  said:  "It  is  not  just  the 
Berlin  Wall  between  health  and  social  services 
that  has  to  come  down.  It  is  also  the  barriers 
that  deafblind  people  come  up  against  within 
the  health  services  because  of  a  lack  of  co- 
ordination between  specialists,  GPs,  health 
visitors  etc.  Too  many  parents  and  service 
users  are  acting  as  their  own  'keyworkers' 
liaising  between  different  specialists,  none  of 
whom  have  a  real  picture  of  the  whole  person 
in  front  of  them." 

A  successful  evening  -  the  reflection  of  the 
campaign  as  a  whole.  It  proved  the  power  of 
an  integrated  campaign  when  deafblind 
people,  families,  regional  centres,  policy  and 
communications  staff  work  together  with  a 
focused  message  to  a  key  target  audience. 


The  Ealing  Family  Centre  opened  its  doors  to  staff 
working  in  the  Social  Services  and  Health  Sectors  on 
October  3.  More  than  forty  visitors  learnt  about  the 
Health  Awareness  Campaign  and  were  able  to  hear 
about  the  work  of  the  Family  Centre,  watch  videos  of 
staff  and  children  working  together  at  the  Centre, 
and  look  at  some  of  the  specialised  equipment. 
Interest  and  enthusiasm  was  very  high  and  enquiries 
about  staff  training  and  new  referrals  have  already 
been  received. 


Consultants  and  senior  nurses,  mainly  working  in 
paediatrics  in  the  Midlands,  attended  Sense  West's 
Open  Day  and  feedback  from  them  about  the 
information  provided  was  very  positive.  Mary  Foster, 
of  Sense  West's  Regional  Advisory  Service,  spoke  on 
"The  Importance  of  Early  Diagnosis  and  Intervention". 
She  also  led  a  visit  to  the  Regional  Assessment  Centre, 
where  Mary  explained  how  an  assessment  is  carried 
out.  Sense  West's  needs-led  integrated  Residential 
and  Education  Services  for  deafblind  adults  were 
described  by  Tony  Kirk,  Special  Projects  Manager.  All 
the  visitors  reacted  enthusiastically  to  the  work  of 
Sense  West,  with  one  of  the  highlights  proving  to  be 
Ruth  Krivosic's  tour  of  the  Education  Centre. 


The  Ann  Wall  Centre  Open  Day  attracted 
professionals  working  in  the  Health  Sector  and  more 
specifically  in  the  field  of  audiology,  ophthalmology 
and  paediatrics  to  learn  from  presentations  by 
Malcolm  Matthews,  Anna  Pugh  and  Maarten  Vegting. 
The  visitors  not  only  showed  a  great  interest  in  the 
campaign  but  were  generally  interested  in  all  Sense 
Services  throughout  the  region.  Meaningful  contacts 
have  been  made  which  will  be  used  in  the  continuous 
development  of  the  services  for  deafblind  people. 


Parents  Mandie  Lewis  and  Robert  Bidgood  shared  their 
experiences  with  health  professionals  and  spoke  about 
how  much  Sense  has  helped  them,  as  they  guided 
guests  round  the  facilities  at  the  Woodside  Family 
Centre  on  November  12.  These  powerful  first  hand 
experiences  focused  visitors'  minds  on  the  key  messages 
of  the  Health  Campaign.  Presentations  about  Sense's 
work  in  the  West  ensured  that  health  professionals  and 
journalists  alike  took  away  from  the  Open  Day  useful 
information  and  key  awareness  messages. 


Our  thanks 


to  staff  in  Kotheram  and  Market  Deeping  who  also  held  open  days  for  the  Campaign 
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THE  HEALTH  AWARENESS  CAMPAIGN 


^ 

Enabling  health 
information  sharing 

Changing  the  behaviour  and  culture  of  the  Health  Service  will  never  be 
easy.  But  as  ERIC  RACE  from  the  Essex  Branch  describes,  a  gradual 
process  of  raising  awareness,  bridge  building,  and  working  together  has 
brought  encouraging  results  in  Essex. 


The  Essex  branch  has  enjoyed  excellent 
cooperation  with  the  Mid-Essex 
Hospitals  Services  Trust  for  some  time 
now.  Two  years  ago  a  design  team  were 
commissioned  to  redesign  the  hospital's  signs, 
notices  and  so  on,  and  Sense  and  other  Essex 
voluntary  groups  were  asked  to  look  at  the 
proposed  designs  to  ensure  that  the  proposals 
were  right  for  disabled  people,  including 
those  with  dual  sensory  difficulties.  One  of 
our  members  who  has  Usher  syndrome  found 
that  some  of  the  colour  combinations  were 
unacceptable.  Black  on  white,  for  example, 
gave  off  too  much  glare  which  made  the  signs 
unreadable.  Adjustments  were  made 
accordingly 

Now,  in  1997,  a  Special  Needs  Awareness 
Group  which  works  with  staff  and  patients 
will  be  working  on,  amongst  other  things,  a 
v  Patients'  Passport'  which  patients  will  carry 
and  which  will  contain  basic  health  details  - 
such  as  someone's  communication  needs. 

Another  initiative  the  hospital  has 
developed  is  the  use  of  a  ~Care  Awareness' 
sticker  which  is  placed  on  someone's  medical 
records  to  alert  staff  that,  apart  from  the 
condition  they  are  attending  the  hospital  for, 
the  patient  has  one  or  more  disabilities,  which 
may  include  sensory  impairments.  When  a 
new  nurse  comes  onto  the  hospital  ward,  for 
example,  the  medical  notes  will  tell  her 
straightaway  that  the  patient  in  bed  four  has 
special  needs,  which  might  involve  a 
particular  form  of  communication,  and  may 
need  extra  time  to  have  things  explained  to 
him/her.  A  named  ward  sister  has  been 
identified  whom  staff  can  contact  if  they  have 
any  difficulties  with  this. 

To  complement  this  service,  all  staff 
participating  in  the  hospital  induction  courses 
in  the  Mid-Essex  Group  of  hospitals  are  able 
to  learn  from  Liz  Belsham,  Head  of  Care 
Development  Coordinator,  about  the  needs  of 
children  and  adults  with  a  physical  and/or 
sensory  disabilities  when  they  attend  hospital 
as  an  in  or  out-patient.  The  Trust  has  also 
developed  a  language  database  of  22 
languages  which  includes  details  of  how  to 


access  British  Sign  Language  and  hands-on 
interpreters  for  deaf  and  deafblind  people. 

Mrs  Belsham  accepts,  of  course,  that 
hospital  staff  won't  always  get  it  right,  but 
awareness  of  people's  needs  is  improving,  and 
staff  are  responding  well  to  the  increased 
concern  being  shown  by  all. 

Spreading  the  word 

Other  hospitals  and  trusts  in  the  North  and 
South  Essex  Regions  have  also  established 
new  initiatives  and  the  word  is  getting 
around.  Suzanne  Cross,  Quality  Officer  for 
Basildon  and  Thurrock  General  Hospitals 
Trust,  for  example,  has  put  together  a  special 
needs  folder  for  each  ward  in  the  hospitals  in 
her  area  which  includes  information  about 
local  contacts  and  about  the  hospital's 
minicom. 

Of  course  there  is  still  a  long  way  to  go, 
but  these  local  initiatives  have  laid  the 
foundations  for  changes  in  practice  across  the 
region.  The  Essex  Branch  of  Sense,  working 
closely  with  Deafblind  UK  and  RAD  (The 
Royal  Association  in  aid  of  Deaf  People) 
continue  to  enjoy  a  close  working  relationship 
which  has  already  proved  to  be  very  positive, 
in  the  way  in  which  hospitals  are  becoming 
much  more  aware. 


'awareness 
of  people's 
needs  is 
improving, 
and  hospital 
staff  are 
responding 
well' 


Effective  information 

sharing  in  hospital  is 

vital 
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A  NEW  MISSION  AND  STRATEGIC  PLAN 


Some  notes 
about  the  draft 
Mission 
Statement: 

The  beginning 
section  defines 
whom  we  work 
with.  We  have 
recently  decided  to 
equally  prioritise 
all  deafblind 
people  whether 
deafblindness  is 
congenital, 
acquired  or  arises 
in  old  age. 
However  we  also 
work  with  people 
with  a  single 
sensory 

impairment  and 
learning  disability 
and  we  need  to 
decide  to  what 
extent  this  group  is 
a  large  part  of  our 
mission  for  the 
future.  In  order  to 
develop  most  of 
our  work  we  need 
contracts  with  local 
authorities  and 
funding  agencies 
and  often  we  need 
to  be  recognised  as 
working  with  and 
for  people  who  are 
not  deafblind.  Also 
when  we  are 
providing  a  direct 
service  we  seek  to 
equally  value  all 
users.  Perhaps  now 
is  the  time  to  stress 
our  work  with 
multiply  disabled 
people  as  well  as 
with  deafblind 
people?  If  this  is  so 
then  we  may  need 
to  further  revise 
the  first  section. 

The  section  on 
values  is  important 
as  our  values 
determine  how  we 
work,  and  a  clear 
description  helps 
our  recruitment 
processes,  the 
training  of  staff 
and  volunteers  and 
our  evaluation  of 
our  activities. 

Finally  our  aims 
and  objectives 
describe  what  we 
seek  to  achieve. 


A  statement  of  Sense's  mission  for  the  new  millennium  is  being 

prepared  and  we  wish  to  consult  people  on  the  draft  text. 

The  mission  statement  will  then  be  used  to  inform  the  process  of 

developing  a  new  strategic  plan  for  1999 


What  do  we  do? 

We  would  like  to  be  able  to  begin  by 
encapsulating  Sense's  overall  or  global 
mission  in  as  few  words  as  possible.  We 
need  a  sentence  or  sentences  that  can  be 
used  for  all  purposes  where  we  need  to 
explain  Sense.  Here  are  the  suggestions 
so  far  : 
Sense 

working  with  and  for  deafblind  and 

sensory  disabled  people 

Sense 

working  with  and  providing  services 
for  deafblind  and  sensory  disabled 
people  and  their  families 

Sense 

sensory  disability  and  deafblind 
services 

Sense 

services  for  deafblind  and  multiply- 
disabled  people. 

The  proposed  Mission  Statement 

Sense  works  and  campaigns  with  and  for 
people  who  have  sensory  disabilities 
throughout  the  UK  and  abroad.  We 
traditionally  work  with  deafblind  and 
dual  sensory  impaired  children  and 
adults.  We  now  include  people  who  may 
become  deafblind  in  the  future  and 
people  with  a  single  sensory  impairment 
and  other  disabilities. 

Deafblind  means  a  severe  impairment 
of  both  vision  and  hearing  resulting  in 
unique  and  different  needs.  We  work 
with  and  for  people  of  all  ages,  from 
diverse  backgrounds,  ethnic  and  cultural 
groups  and  with  additional  disabilities. 
We  work  with  deafblind  people,  their 
families,  carers  and  involved 
professionals,  in  order  to  provide  advice, 
support,  information  and  services  to 
individual  people,  families,  carers  and 
professionals. 


Sense's  values 

Sense  believes  : 

•  all  people  should  be  valued  and 
diversity  is  a  strength 

•  everyone  has  rights  and 
responsibilities  and  is  entitled  to 
dignity  and  respect 

•  in  the  right  to  a  good  quality  of  life 
and  services  to  meet  individual  needs 

•  in  the  right  to  opportunities  which 
promote  learning  and  self- 
determination 

•  in  empowerment,  for  instance  through 
access  to  information  and  involvement 
in  decision  making. 

Sense's  aims  and  objectives 
These  are  to  : 

•  provide  a  range  of  quality  services 
including  advice  and  information, 
family  support,  advocacy,  children's 
services,  residential  and  community 
services,  continuing  education, 
communicator-guides  and  training 

•  develop  new  projects  and  services 

•  campaign  for  greater  public,  political 
and  legal  recognition  of  needs  and 
action  to  meet  needs 

•  continually  seek  to  learn  and  improve 
our  practice,  for  instance  through 
involvement  of  and  consultation  with 
users 

•  manage  all  our  operations  in  such  a 
way  as  to  provide  value  for  money 

•  work  in  partnership  with  others  when 
this  increases  effectiveness. 


If  you  have  any  comments  of  suggestions 
on  the  mission  please  write  to  Malcolm 
Matthews  at  Finsbury  Park  or  e-mail: 
mmatthews@sense.org.uk  by  Friday  6 
February  1998.  The  mission  and  comments 
will  then  be  considered  by  the  Strategic 
Plan  Steering  Group  and  a  decision  will  be 
made  later  by  Council. 


■  ■  A/intei  1997 


CAMPAIGNS  AND  POLICY 


W 

Bringing  forward  disabled  rights 


In  the  campaigns  and  policy  section  of  this  issue,  we  hear  about  the  exciting  new 
programme  from  the  Government  to  bring  forward  the  rights  of  disabled  people. 
There  is  an  introduction  to  our  new  Parliamentary  and  Public  Policy  Officer, 
Caroline  Ellis,  and  we  have  a  brief  look  at  the  issues  which  arose  at  each  of  the 
three  main  party  conferences  this  year.  If  you  have  any  comments  to  make  in 
relation  to  campaigns  and  policy  then  we  would  really  like  to  hear  from  you. 


Government  announcement 
on  disability  legislation  and 
civil  rights 

Sense  welcomes  the  Government's 
announcement  of  a  three  point  strategy 
to  bring  forward  disability  rights. 
The  new  strategy  which  was  unveiled  by 
Equal  Opportunities  and  Employment 
Minister,  the  Right  Honourable  Andrew  Smith 
MP  at  the  Labour  Party  Conference  in  October 
this  year,  has  three  core  elements: 

•  the  establishment  of  a  Ministerial  Task  Force 
to  recommend  the  way  forward  for  civil 
rights  for  disabled  people 

•  moving  forward  on  implementation  of 
Part  III  of  the  Disability  Discrimination 
Act  (DDA) 

•  setting  up  a  Disability  Rights  Commission 
with  powers  to  enforce,  advise  and  promote 
good  practice. 

In  his  speech  Mr  Smith  said: 
"The  new  and  modern  Britain  we  were  elected 
to  build  must  offer  opportunities  for  all.  Real 
change,  with  a  three  point  strategy  for 
comprehensive  civil  rights  for  disabled  people. 
There  must  be  no  second  class  status  for 
disabled  people's  rights.  We  need  a  body  with 
full  powers  to  enforce,  to  advise  and  to 
promote  best  practice.  We  will  move  to  set  up 
a  proper  Disability  Rights  Commission." 

The  announcement  has  been  hailed  as  a 
watershed  for  the  rights  of  disabled  people  in 
this  country  and  comes  after  a  round  of 
extensive  consultation  meetings  with 
representatives  of  disability  charities.  It  is  the 
most  positive  proposal  for  extending  the 
rights  of  disabled  people  made  by  any  British 
Government.  What  we  need  to  ensure  now  is 
that  a  definite  timetable  will  be  established  to 
enforce  these  significant  events. 

The  Ministerial  Task  Force  will  be  chaired 
by  Alan  Howarth,  Under  Secretary  of  State  for 
Employment  and  Equal  Opportunities  with 
special  responsibility  for  disability  issues.  It 


will  have  a  wide  remit  to  drive  forward  the 
governments  manifesto  pledge  to  the  disabled 
community,  and  will  draw  on  expertise  from 
disability  groups,  business,  local  government 
and  trade  unions.  At  least  half  of  its 
membership  will  be  representatives  of 
disabled  people.  Mr  Howarth  said  that  the 
task  force  would  be  set  up  at  the  start  of  next 
year,  to  launch  an  18-month  review  of  existing 
disability  legislation  and  the  need  for  other 
legislation.  A  report  of  the  review  will  be  the 
basis  for  a  White  Paper  and  new  legislation  on 
disability  rights  is  expected  by  2000/2001.  Mr 
Howarth  reiterated  this  commitment  when  he 
spoke  at  Sense's  Health  Awareness  Campaign 
reception  at  the  House  of  Commons  on  the  19 
November. 

Part  III  of  the  DDA  which  relates  to  access 
to  goods,  services  and  facilities,  contains 
important  rights  of  access  to  information.  This 
will  give  blind  and  partially  sighted  people 
the  right  to  receive  information  in  a  format 
which  is  accessible  to  them  -  in  braille,  large 
print,  on  tape  or  computer  disk.  It  also  covers 
areas  affecting  deafblind  people's  access  to 
services  including  transport  and  healthcare. 


Andrew  Smith 
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The  third  part  of  the  strategy  recognises  the 
need  to  give  the  DDA  teeth.  An  enforcement 
body  is  the  only  way  to  ensure  that  disability 
commitments  are  put  into  practice. 

Alan  Howarth  said  he  thought  the 
commission  would  mediate  and  conciliate, 
enforce,  and  help  individuals  bring  cases 
to  court,  as  well  as  give  advice  to  disabled 
people  and  businesses. 

It  seems  then,  that  both  Andrew  Smith  and 


^ffr 


Alan  Howarth,  are  now  firmly  on  the  path 
of  transferring  intentions  into  imperatives. 

Clearly,  we  must  continue  to  campaign  to 
ensure  that  there  is  enough  commitment  to 
put  this  ambitious  plan  into  action.  Our 
position  as  the  leading  voice  of  deafblind 
people  in  this  country  makes  it  vitally 
important  that  we  play  a  central  role,  working 
in  close  collaboration  with  the  Government, 
in  the  forthcoming  consultation  process. 


Sense's  new  Parliamentary 
and  Public  Policy  Officer 


'I  am  here 

to  provide  a 

service  so  If 

you  need  any 

advice,  or 

have  any 

ideas  about 

campaigns, 

please  do  not 

hesitate  to 

call  me.' 


Caroline  Ellis 

Caroline  Ellis  has  been  appointed  as  the  new 
Parliamentary  and  Public  Policy  Officer  here 
at  Sense.  She  joins  us  with  considerable 
experience  of  policy  formulation  and  active 
campaigning,  gained  during  her  five  years 
as  Political  Officer  at  Charter  88. 

Caroline's  Charter  88  experience  in  the  field 
of  human  rights  will  be  of  great  benefit  to 
Sense's  ongoing  campaign  for  full  civil  rights 
for  deafblind  people.  Caroline  said: 

"The  incorporation  of  the  European 
Convention  on  Human  Rights  into  British 
law  should  help  foster  a  new  human  rights 
culture  in  this  country.  1  intend  to  use  this  to 
help  strengthen  our  campaign  for  full  civil 
rights  for  deafblind  people  in  employment, 
education  and  access  to  goods  and  services.  I 
will  also  make  sure  that  Sense's  voice  is  heard 
in  the  consultation  process  which  follows  the 
Government's  announcement  of  a  three  point 
strategy  to  take  forward  disability  rights." 

In  the  coming  months  Caroline's  other 
priorities  will  include: 

•  developing  a  new  process  for  policy 
formulation  which  seeks  to  incorporate  the 
wide  e/perience  and  views  of  all  interested 
parties  at  all  levels  of  Sense's  organisation 


co-ordinating  a  campaign  to  ensure  that 
deafblind  people  claiming  the  Disability 
Living  Allowance  (DLA)  are  automatically 
entitled  to  the  higher  rate  for  the  mobility 
component 

ensuring  the  voice  of  deafblind  people  and 
their  families  continues  to  be  heard  in 
Parliament  by  mobilising  more  people  to 
become  more  involved  in  campaigns 

gaining  greater  recognition  in  Parliament  of 
the  wealth  of  expertise  and  specialism 
contained  within  Sense. 


STOP  PRESS  •  STOP  PRESS  •  STOP  PRESS 

Hands  off  our  benefits! 

Sense  is  urging  deafblind  people,  their 
families,  carers  and  service  providers  to 
write  to  their  MP  to  protest  at  the 
Government's  review  of  spending  on 
benefits  for  disabled  people  which  could 
lead  to  big  cuts. 

Key  decisions  on  disability  benefits  will 
be  drawn  up  by  civil  servants  before  the 
end  of  the  year,  presented  to  the 
Secretary  of  State  in  January,  and  the 
DSS  will  present  its  proposals  to  the 
Chancellor  in  March. 

Two  of  the  benefits  most  likely  to  be 
affected  are  Disability  Living  Allowance 
and  Attendance  Allowance. Don't  panic. 
Your  benefits  are  not  under  immediate 
threat.  But  now  is  the  time  to  take  action 
to  halt  the  Government  in  its  tracks. 

And  if  you  are  one  of  those  deafblind 
people  whose  claim  for  higher  rate 
mobility  component  of  the  DLA  has 
been  turned  down  or  who  thinks  they 
should  be  on  the  higher  rate,  you 
should  tell  your  MP  that  the  law  needs 
to  be  changed  to  make  absolutely  sure 
deafblind  people  get  their  entitlement. 

The  sooner  you  can  contact  your  MP, 
the  better.More  campaign  information  is 
available  from  Caroline  Ellis  at  Sense 
HQ,  Finsbury  Park. 
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Disability  issues  at  the  party  conferences 


Campaigns  Press  Officer  Karen  Rudd  offers  a  snapshot  of 
some  of  the  key  disability  issues  buzzing  around  this  year's 
party  conferences: 


Labour 

Amid  all  the  hype  surrounding  Labour's 
announcement  of  a  strategy  towards  full  civil 
rights  for  disabled  people,  access  at  this  year's 
conference  was  a  nightmare.  People  with 
mobility  problems  were  deterred  from  leaving 
the  secure  area  to  attend  fringe  meetings 
because  of  the  time  and  effort  needed  to  get 
back  in.  Wheelchair  using  MP  Anne  Begg 
suffered  the  indignity  of  being  lifted  out  of  her 
wheelchair  through  a  security  check,  and  one 
delegate  who  was  using  a  scooter  had  to  walk 
through  the  security  gate,  only  to  have  his 
stick  snatched  off  him  when  the  pins  in  his  leg 
set  the  alarm  off. 

Regarding  policy,  Welfare  to  Work  received 
a  lot  of  attention.  Social  Security  Secretary 
Harriet  Harman  announced  she  would  invite 
employers,  disability  groups  and  voluntary 
organisations  to  apply  for  funds  from  the  £195 
million  in  Chancellor  Gordon  Brown's  budget 
to  give  people  on  disability  benefits  work 
experience  and  training. 

But,  Lorna  Reith  of  the  Disability  Alliance 
warned  that  some  disabled  people  were 
terrified  of  losing  their  benefit  and  being 
forced  to  work.  Baroness  Hollis,  who  is 
chairing  the  review  of  benefits  for  disabled 
people,  said  employers  also  needed  help  to 
keep  disabled  people  in  work,  as  one  of  the 
biggest  problems  was  newly  disabled  people 
being  forced  out  of  work. 

Liberal  Democrats 

Access  to  the  venue  and  facilities,  also 
attracted  much  criticism  at  the  Liberal 
Democrats  conference.  No  signer  was  present 
at  the  Liberal  Democrat  Disability  Association 
meeting.  Chairwoman,  Pat  Atherton  said: 
"a  lot  of  decisions  were  made  (about  access) 
because  people  do  not  know  or  understand 
disability.  She  called  for  co-operation  with 
non-disabled  people  to  help  expand  the 
disability  committee  and  develop  the  role  of 
the  association  within  the  party.  She  also 
attacked  the  party  for  omitting  disability  from 
the  debate  on  air  transport  and  for  not  having 
deaf  or  blind  representatives  on  the  party 
telecommunications  committee. 

Disability  spokesman,  Paul  Burstow,  said 
the  Liberal  Democrats  were  in  the  best 


position  to  put  pressure  on  the  Labour 
Government  for  comprehensive  civil  rights 
legislation. 

Conservative 

Chairman  of  the  Conservative  Disability 
group  Theresa  May  said  that  the 
Conservatives  in  office  had  become  out  of 
touch  with  real  issues  and  had  built  up  a 
heartless  image  as  a  consequence.  Over  the 
next  five  years  key  concerns  for  the  group 
would  be  special  educational  needs  and  the 
rights  and  benefits  of  carers.  One  issue  the 
group  is  focusing  on  immediately  is  the  poor 
quality  of  TV  subtitling. 

The  party's  new  spokesperson  on  disability 
issues  Angela  Browning  MP,  who  is  vice- 
chairman  of  the  Alzheimer's  society  and  also 
has  an  autistic  son,  said  she  knew  from  her 
own  experience  how  much  work  remained  to 
be  done  to  combat  prejudice,  especially  in  the 
workplace. 

Vice-chairman  of  the  Conservative  group 
Kevin  Shinkwin  said  the  absence  of  disabled 
speakers  at  the  conference  was  likely  to  be 
tackled  in  the  next  few  years. 


Disabled  shoppers  needed 
for  undercover  inspection 
work! 

Disabled  'Mystery  Shoppers'  are  needed 
to  test  customer  service  levels  to  see  if 
businesses  are  meeting  the  requirements 
of  the  Disability  Discrimination  Act 
(1995),  which  makes  it  unlawful  for 
businesses  to  provide  a  lower  standard  of 
service  to  disabled  people  than  to  non- 
disabled  customers.  New  recruits  are 
needed  in  all  areas  of  the  UK.  To  receive 
an  application  form  in  your  preferred 
format  please  contact  Grass  Roots  on 
freephone  0800  515812  or  minicom  in 
office  hours  on  01442  829335,  quoting 
reference  DCC1. 


'One  of  the 
biggest 
problems  is 
newly 
disabled 
people 
being  forced 
out  of  work' 
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Deafblind  and  professional 

working  together 


Anni 

Lausvaara 

and  Seija 

Troyano  from 

Finland 

describe  their 

experiences 

of  a  working 

method, 

which  brings 

the  deafblind 

person's 

experience 

and 

professional 

knowledge 

together. 


Seija  Troyano 


Pair  work  between  deafblind 
and  professional 

In  this  article  we  use  the  concept  of  pair  work, 
which  means  equally  divided-up  teamwork 
between  the  deafblind  person  and  the 
professional.  Here  is  a  brief  run-down  of  our 
professional  experience: 

Seija  Troyano:  I  am  a  member  of  the  Executive 
Board  of  the  Finnish  Deafblind  Association  and 
have  worked  for  a  children's  day-care  centre  for 
over  eight  years.  I  have  Usher  syndrome  and 
communicate  with  speech.  I  have  given  lectures 
at  the  Nordic  Staff  Training  Centre  in  Denmark 
and  have  given  many  presentations  at  seminars 
and  on  courses.  I  have  also  contributed  to 
measures  on  peer  support. 
Anni  Lausvaara:  I  work  for  the  Finnish 
Deafblind  Association  and  run  the  National 
Student  Guidance  Project  for  pupils  with  Usher 
syndrome.  I  am  in  contact  with  all  diagnosed 
Finnish  Usher  children,  young  people  and  their 
families  through  support  networks.  My 
educational  background  is  that  of  developmental 
psychologist  and  pre-school  teacher. 

Pair  work  model  as  a  process 

Experiments  in  pair-working  started 
spontaneously  about  a  year  ago  when  we  noticed 
that  we  had  similar  visions  about  the  work 
related  to  deafblindness.  As  a  deafblind  person, 
Seija's  starting  point  was  the  wish  to  tell  people 
about  deafblindness.  Anni,  as  a  professional,  was 
interested  in  supporting  the  social  learning 
environment  at  schools  and  offering  pupils 
constructive  information  about  hearing  and 
vision  loss  which  would  increase  their 
understanding.  We  both  had  the  idea  of  using  the 
deafblind  person's  own  expertise  in  this  work. 

From  this  initial  idea  we  moved 
on  to  the  planning  stage.  We  took 
the  mutual  information  work  to 
the  special  schools  for  hearing 
impaired  children,  where  one  or 
more  pupils  also  has  Usher 
syndrome.  These  information  visits 
were  planned  in  co-operation  with 
school  staff,  which  also  made  it 
possible  to  get  all  the  pupils 
together  according  to  age  groups. 
We  also  discussed  with  staff  which 
communication  methods  and 
potential  aids  would  work  best  in 
the  information  situation. 

First  wc  introduced  ourselves  to 
the  pupils  ;md  described  our  roles. 


Then  Seija  talks  informally  about  her  hearing 
and  vision  loss,  her  experiences  of  school,  com- 
munication and  the  importance  of  the  physical 
environment.  Seija  then  answers  questions  from 
the  pupils,  and  Anni  elaborates  on  the  answers 
drawing  on  her  own  area  of  expertise.  Pupils 
also  take  part  in  exercises  where  they  can  experi- 
ence for  themselves  what  the  world  looks  like 
when  their  visual  field  is  restricted. 

This  pair  work  model  has  given  us  the  chance 
to  learn  new  things,  and  develop  a  *  circle  of 
learning'.  We  adapt  our  work  on  the  basis  of  ear- 
lier experiences,  and  when  these  changes  are 
implemented,  further  new  experiences  arise.  This 
has  led  to  a  continuing  process  where  experi- 
ences, analysis  and  planning  alternate. 

This  process  has  been  greatly  helped  by 
exchanging  thoughts  and  ideas  by  e-mail. 

Knowledge  based  on  experience 

Telling  a  story  is  one  of  the  oldest  forms  of 
communication  in  human  history.  A  story  gives 
its  listener  an  emotional  experience  and  that  is 
why  it  is  so  well  remembered.  When  a  deafblind 
person  tells  his  or  her  life  story  -  with  all  its 
difficulties  and  victories  -  the  information  is 
expressed  in  a  vivid  and  interesting  form. 

Here  are  some  of  the  questions  pupils  have 
asked  us: 

"If  you  go  swimming,  is  it  hard  to  see  where  the 
water  begins?" 

"When  you  water  the  flowers,  how  can  you 
make  sure  that  the  water  doesn't  overflow?" 

"Can  you  watch  the  telly?  Can  you  read  a 
newspaper?" 

"If  you  are  Usher  and  18,  can  you  drive  a  car?" 

"How  can  you  find  your  seat  at  the  cinema  when 
you're  walking  in  the  dark?" 

Making  contact  with  Usher  pupils 

One  of  the  principles  of  our  information  visits  is 
that  we  do  not  highlight  the  situation  of  a 
particular  student  with  Usher,  but  talk  about 
Usher  syndrome  in  general,  backed  up  by  Seija's 
personal  experiences.  We  have  assumed  that 
making  contact  with  an  Usher  pupil  will  be 
easier  when  the  pupil  knows  that  there  is  an 
adult  who  has  been  through  experiences  similar 
to  the  ones  he  or  she  may  currently  be  struggling 
with.  An  Usher  pupil  has  probably  seldom  met 
people  who  really  understand  his  or  her 
situation. 
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USHER  SYNDROME 


A  Positive  model 

A  deafblind  adult  who  has  accepted  sensory 
impairment  as  a  part  of  his  or  her  life  can  be  a 
valuable  role  model  for  a  child,  or  young  Usher 
pupil.  It  is  encouraging  to  see  that  in  spite  of  the 
sensory  impairment,  a  person  can  lead  a  full  life: 
to  study,  go  to  work,  live  and  run  the  household 
independently,  travel,  have  hobbies  and  maintain 
human  relationships. 

It  is  also  important  to  give  the  pupil  a  model  of 
how  to  talk  about  the  impairment,  as  well  as  the 
difficulties  caused  by  it,  in  a  natural  and  open 
way.  A  deafblind  adult  can,  by  example,  show 
how  he  or  she  takes  the  responsibility  in 
communication  situations  by  giving  instructions 
about  where  the  other  person  should  stand,  when 
to  sign,  how  to  use  his  or  her  voice,  and  so  on. 

Usher  pupils'  attitudes  towards  our 
information  visits  have  varied.  There  have  been 
situations  where  a  pupil  has  tried  to  avoid  the 
information  situation  for  fear  of  becoming  the 
centre  of  attention.  In  these  cases  we  have  later 
received  positive  feedback  from  the  pupils.  On 
one  occasion,  an  e-mail  contact  between  the  pupil 
and  the  deafblind  adult  was  later  established.  At 
some  schools,  Usher  pupils  have  actively 
participated  in  discussion  and  spontaneously 
talked  about  their  own  difficulties: 

"I  have  a  limited  visual  field  too  and  it's  difficult 
to  watch  the  telly." 

"I  see  badly  in  the  dark  as  well." 

"I  also  feel  I  have  balance  problems  when 
walking,  it  is  difficult  for  me." 

Theoretical  and  professional  knowledge 

Both  the  deafblind  person  and  the  professional 
may  possess  theoretical  knowledge.  This  aids 
analysis  and  helps  with  the  organisation  of 
thoughts.  Theoretical  knowledge  is  at  its  best 
when  it  supports  practical  activities. 

In  the  pair  work  model  the  work  proceeds 
from  individual  cases  to  the  more  general:  the 
deafblind  person  can  concentrate  on  giving 
information  from  his  or  her  own  personal 
experiences  and  the  professional  describes  more 
common  features  of  the  condition.  For  example, 
an  Usher  pupil  may  be  relieved  to  hear  that  most 
teenage  pupils  with  sensory  impairments  think 
that  hearing  and  other  aids  that  can  be  seen  by 
other  people  are  unpleasant. 

Professionals  require  a  certain  educational 
training  -  psychology  for  example,  helps  them  to 
understand  people.  In  discussions  with  Usher 
pupils  an  insight  into  youth  development  and,  in 
particular,  the  formation  of  identity  among  hearing 
and  visually  impaired  people  is  also  important. 

Professionals  will  also  gather  their  own 
observations,  examples,  statistics  and  facts  in 
their  work  with  deafblind  people.  They  can 
explore  problem-solving  models  and  gain  insight 
into  how  different  models  work  in  practice.  And 
they  may  also  have  certain  resources  at  their 


disposal  -  for  example,  money  for  arranging 
courses  and  travelling,  teaching  materials,  audio- 
visual materials  and  literature  which  can  be 
utilised  together  in  the  pair  work. 

Feedback  from  a  pupil 

Here  is  a  quotation  from  a  letter  from  an  Usher 
pupil  to  a  professional: 

'...I  think  it  was  wonderful  that  Seija  herself 
talked  about  her  experiences  and  attitudes 
towards  the  illness.  I  hope  I  can  do  the  same  one 
day.  The  best  thing  about  your  visit  was  that  I 
have  learned  that  this  is  something  I  don't  have 
to  hide.  It  is  better  that  my  friends  know  about  it. 
It  is  easier  in  gym  lessons  and  elsewhere.  It's  like 
a  burden  has  been  lifted. 

'It's  true  that  in  the  beginning  I  was  nervous 
about  you  and  Seija  coming  here  and  I  was  afraid 
that  my  friends  would  start  hating  me 
afterwards.  I  didn't  even  want  to  come  to  the  hall 
to  see  your  lecture.  Fortunately  you  encouraged 
me  to  come.  After  listening  to  Seija's  stories  I 
started  to  think  about  my  own  attitude. ..I 
decided  to  talk  to  some  of  my  friends  about  it. 
They  were  very  understanding,  nobody  criticised 
me,  they  all  have  taken  it  positively,  which  is  a 
relief.  I  don't  know  if  it  would  have  been  like  this 
if  you  and  Seija  hadn't  been  at  our  school,  I'm 
happy  you  camel' 

Visions  for  further  development 

The  pair  work  model  has  proved  to  be  an 
efficient  working  method  with  a  lot  of 
possibilities  for  in-depth  work  and  wider  use. 

For  example,  we  would  like  to  develop  peer 
support.  An  Usher  pupil  should  be  able  to  return 
to  subjects  discussed  during  an  information  visit 
and  continue  the  discussion  with  the  deafblind 
person,  or  perhaps  with  some  reliable  friends.  This 
could  be  via  e-mail,  letter  or  perhaps  on  weekend 
trips  where  people  with  Usher  can  get  together. 

The  model  could  also  be  developed  so  that  a 
group  of  deafblind  people  could  learn  how  to 
pass  on  information  to  others  themselves.  This 
way,  there  would  be  more  people  to  share  this 
task  and  one  deafblind  person  would 
not  have  to  make  so  many  work  and 
travel  arrangements.  Ideally,  it  would 
be  good  if  the  group  consisted  of  both 
deafblind  people  who  use  sign 
language  and  of  those  who 
communicate  with  speech  in  order  to 
be  able  to  communicate  directly  with 
the  target  group. 

Professionals  could  also  form  a 
group  who  use  the  pair  work  model. 
This  way  there  would  be  greater  scope 
for  the  partners  to  learn  from  each 
other.  The  systematic  working  of  the 
model  could  even  provide  employment 
opportunities  for  deafblind  people. 


The  best 
thing  about 
your  visit 
was  that  I 
have  learned 
that  this  is 
something 
I  don't  have 
to  hide' 


Anni  Lansvaara 
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Reaching  out  for  new  trustees 


Sense  has  long  been  committed  to  attracting  a  broader  range  of  people 
onto  the  Council,  particularly  deafblind  people,  people  from  ethnic 
minorities  and  people  under  40.  Now,  as  Jessica  Hills  describes,  the 
recruitment  drive  is  on  to  attract  the  trustees  of  tomorrow. 


'This  has 

been  a  really 

worthwhile 

exercise 

and  we  are 

finding  some 

excellent 

people' 


The  Trustee  Renewal  group,  a  sub- 
committee of  the  Council,  has  been 
looking  at  ways  of  rotating  Council 
members  and  recruiting  new  ones.  At  the 
December  Meeting  of  Council  last  year  we 
looked  at  the  make-up  of  the  Council  in  terms 
of  who  we  are  and  what  skills  and  knowledge 
we  bring  with  us.  We  agreed  that  we  had  no 
deafblind  people  on  Council,  no  people  from 
ethnic  minorities  and  only  one  person  under 
the  age  of  40!  We  agreed  that  the  Trustee 
Renewal  Group  should  make  a  concerted 
effort  to  recruit  people  to  fill  these  gaps. 

Tracking  down  trustees 

I  attended  a  meeting  at  the  National  Council 
for  Voluntary  Organisations  (NCVO), 
which  helps  to  find  and  train  trustees  for 
organisations  such  as  ours.  At  this  meeting, 
we  looked  specifically  at  the  different  ways 
we  could  recruit  people  with  an  interest  in 
becoming  trustees  from  ethnic  minority 
groups.  Since  then,  Norma  Brier  has  spoken  at 
one  of  their  meetings  again,  both  to  talk  about 
Sense  and  to  drum  up  interest  in  being  a 
Sense  Trustee.  We  subsequently  got  a  list  of 
people  from  the  NCVO  and  wrote  to  those 
who  might  wish  to  become  involved.  We  were 
delighted  that  two  people  responded.  We  also 


contacted  our  Family  Centres  and  found  two 
parents  from  ethnic  minorities  who  want  to 
know  more  about  being  a  trustee. 

Meanwhile,  we  also  asked  around  for 
deafblind  people  who  might  be  able  to  join  us. 
We  subsequently  found  two  people,  who  both 
live  in  Essex  and  have  Usher,  as  well  as  a 
parent  of  a  young  person  with  Usher. 

Katia  Herbst  and  I  decided  on  a  format 
which  we  would  follow  when  meeting 
potential  trustees:  We  spend  about  an  hour 
talking  about  Sense's  history,  structure, 
services,  management  and  Council 
responsibilities  and  role.  We  then  meet  each 
person  individually,  so  that  we  get  the 
opportunity  to  ask  each  other  questions.  We 
feel  this  works  quite  well  and  hope  that  those 
who  have  already  met  us  found  it  useful.  We 
agreed  the  procedure  should  also  include 
attendance  at  a  Council  meeting  before  any 
decision  was  made  on  either  side.  Two 
potential  Council  members  attended  our 
September  meeting. 

Katia  and  I  feel  that  this  has  been  a  really 
worthwhile  exercise  and  we  are  finding  some 
excellent  people,  some  of  whom  we  hope  will 
be  interested  in  coming  onto  our  Council.  We 
are  grateful  to  those  who  have  helped  us  in 
the  search. 
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These  are  exciting  times  for  Sense  International  with  work  continuing  to  develop 
throughout  the  world.  We  now  have  staff  in  India  (Akhil  Paul  has  been  the 
Development  Manager  for  Sense  International  (India)  for  almost  one  year)  and  in 
Latin  America  (Ximena  Serpa,  who  many  people  will  remember  from  last  year's  Professional 
Development  Programme,  was  recently  appointed  as  Latin  American  Co-ordinator).  With 
India  and  Latin  America  going  so  well  we  have  been  able  to  start  looking  at  Central  and 
Eastern  Europe  and  there  are  some  exciting  possibilities  in  Romania,  Bulgaria,  Slovakia  and 
Croatia.  The  second  Professional  Development  Programme  was  another  great  success  and 
we  will  now  be  concentrating  on  the  participant's  follow-up  programmes  in  India,  Nigeria, 
Papua  New  Guinea,  Austria  and  Lithuania.  And  just  to  prove  that  all  our  work  is  not  over- 
seas we  helped  Sense  West  secure  funding  from  the  European  Union  for  a  £500,000  project 
concerning  the  employment  of  deafblind  people. 

Richard  Hawkes,  Sense  International 
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INDIA 

Thanks  to  the  tremendous  work  being 
undertaken  by  Akhil  Paul  substantial  progress 
has  been  made  in  India  in  1997.  Our  aim  has 
always  been  to  support  the  development  of 
more  deafblind  services  to  add  to  the  Helen 
Keller  Institute  in  Mumbai  and  we  are  well  on 
the  way  to  achieving  this.  During  this  year 
Akhil  has  been  undertaking  the  first  ever 
national  assessment  of  the  situation  for 
deafblind  people  and  has  been  identifying 
partners  with  whom  we  can  work  in 
partnership  to  start  new  services.  He  has 
travelled  throughout  India  and  has  been 
putting  together  ideas  with  the  national 
Government,  local  governments,  schools  and 
organisations  from  a  number  of  states. 

Two  of  the  most  interesting  possibilities  are 
with  the  Blind  Men's  Association  in 
Ahmedabad  and  the  Helen  Keller  Institute  in 
Mumbai.  The  BMA  is  one  of  the  most 
respected  NGOs  in  India  (the  only  one  to 
receive  a  royal  visit  on  the  Queen's  recent  trip) 
andit  is  proposing  the  development  of 
deafblind  services  throughout  the  state  of 
Gujarat.  The  Helen  Keller  Institute  is 
proposing  a  vocational  training  project  for  the 
young  deafblind  adults  who  have  been 
through  the  school  and  now  face  a 
particularly  uncertain  future. 

Over  the  coming  months  we  are  expecting 
many  more  project  proposals  to  emerge  and 
hope  to  involve  people  throughout  Sense  as 
we  support  these  activities. 

CENTRAL  AND  EASTERN  EUROPE 

With  the  support  of  the  Charity  Know  How 
Fund,  Sense  International  has  arranged  for 
Simon  Phillimore  to  spend  a  year  at  the  main 
deafblind  school  in  Slovakia.  Simon  has  much 
experience  of  challenging  behaviour  and  is 
also  giving  the  staff  of  the  school  training  in 
English. 

In  Bulgaria  Richard  Hawkes  and  Ges 
Roulstone  (Regional  Director  Sense  East)  were 
invited  by  the  Charity  Know  How  Fund  to 
facilitate  a  seminar  of  disability  organisations 


throughout  the  country.  Following  this  a  day 
was  spent  with  our  contacts  from  the 
deafblind  field,  including  a  representative  of 
the  newly  created  Association  of  Deafblind 
People  in  Bulgaria  and  the  Director  of  a 
Rehabilitation  Centre  for  Blind  Adults  who 
has  worked  with  a  number  of  deafblind 
people.  There  are  some  very  interesting  future 
possibilities 
involving  these 
organisations  and 
Sense  East. 

In  Romania 
Richard  was  joined 
by  Ciprian  Gimbuta 
from  Andlaw  House 
and  a  very  intensive 
week  saw  visits  to 
blind,  deaf  and 
mentally 

handicapped  schools 
and  organisations  in 
four  different  parts  of  the  country.  The 
situation  is  very  different  from  that  described 
by  charity  workers  in  the  early  1990s.  There 
are  a  lot  of  very  committed  people  working 
with  deaf  and  blind  people,  many  of  them 
keen  and  willing  to  learn  more  about 
deafblindness  and  to  start  working  in  this 
area.  Services  for  deafblind  people  are 
virtually  non-existent  but  the  situation  is  very 
encouraging  and  we  are  certain  that  a  number 
of  partnerships  will  be  formed  with  Sense 
International  and  services  will  soon  start  to 
develop. 

LATIN  AMERICA 

Jenny  Fletcher  (Sense  West)  and  Sue  Evans 
(Ealing  Family  Centre)  spent  most  of  October 
in  Latin  America  continuing  our  training  in 
Bolivia  and  Brazil  and  starting  a  new 
programme  in  Uruguay.  They  were 
accompanied  by  Ximena  Serpa,  our  new  Latin 
America  Co-ordinator.  The  three  weeks  of 
training  were  extremely  successful  and  we  are 
currently  assessing  the  most  effective  way  of 
continuing  our  support  next  year. 


17  ■  IMknu  Sense  ■  Winter  ll)v)7 


SENSE  INTERNATIONAL 


^ 

International  community  see  Sense 

Six  professionals  from  very  different  parts  of  the  world  came  together  this 

summer  for  Sense  International's  second  Professional  Development  Programme 

(PDP).  This  year  there  has  been  a  stronger  emphasis  on  helping  the  participants 

to  put  what  they  have  learned  into  practice  when  they  return  home. 

Colin  Anderson  spoke  to  the  participants  about  their  plans  for  the  future. 


'The 

programme 

has  been  very 

enriching' 


From  left  to  right: 
Vimal  Thawani, 
Dalia  Taurience, 
Meena  Nikam, 
Daniel  Holzinger, 
Sister  justina 
Obiajumva,  Don  Waipe 


Because  deafblindness  is  such  a 
specialised  disability,  many  professionals 
and  carers  around  the  world  may  not 
have  the  chance  to  build  up  the  specialist 
skills  needed  for  working  with  deafblind 
people.  And  in  countries  where  services  may 
be  limited  or  in  their  early  stages  then 
appropriate  training  may  be  very  hard  to 
come  by. 

This  is  where  the  Professional  Development 
Programme  (PDP)  comes  in.  It  offers 
professionals  from  countries  with  developing 
services  for  deafblind  people  an  invaluable 
opportunity  to  observe  services  and  have 
access  to  the  wealth  of  experience  in  the  UK. 
Each  participant's  six-week  programme  is 
tailored  to  meet  their  needs,  and  when  they 
return  home,  follow-up  support  is  given  to 
enable  them  to  put  what  they  have  learned 
into  practice. 

Finding  out  about  deafblindness 

I  spoke  firstly  to  Sister  Justina  Obiajunwa, 
who  is  Principal  of  the  Pacelli  School  for  Blind 
and  Partially  Sighted  Children  in  Lagos, 
Nigeria.  Until  recently,  there  was  no  provision 
for  children  with  a  dual-sensory  impairment 
in  her  country,  and  little  was  known  about  the 
needs  of  deafblind  people.  Recently  however, 
two  deafblind  children  joined  her  school,  and 
she  has  been  approached  by  two  families  who 
have  deafblind  children.  She  decided  to  learn 


more  about  deafblindness,  and  joined  Sense's 
Professional  Development  Programme.  On 
her  return  she  plans  to  set  up  a  unit  for 
deafblind  children  in  her  school,  and  Sense 
International  will  be  supporting  her  in  this. 
What  had  the  PDP  programme  offered  her,  I 
asked? 

"The  programme  has  been  very  enriching. 
Now  I  can  definitely  say  who  a  deafblind  child 
is,  how  to  assess  them,  and  what  educational 
provision  and  curriculum  to  offer  them.  I've 
also  learned  a  lot  from  all  the  deafblind  centres 
I  visited  during  my  stay,  and  from  visiting  a 
deafblind  child  who  lives  at  home  with  their 
family.  The  programme  has  been  excellent, 
and  I  would  strongly  urge  people  from 
different  parts  of  the  world  to  come  on  it. 
One  thing  I  will  especially  remember  is  how  to 
deal  with  a  child  with  epilepsy.  In  the  past  I 
didn't  know  how  to  handle  this,  and  if  a  child 
at  my  school  had  a  fit  then  they  had  to  be  sent 
home.  One  of  the  staff  at  Sense  Scotland  gave 
me  a  lot  of  advice  about  this,  and  we  visited 
one  of  the  respite  centres  where  one  of  the 
service  users  has  seizures.  She  actually  had 
two  seizures  while  I  was  there,  and  I  watched 
how  the  staff  dealt  with  the  situation.  I  learnt 
a  lot  from  that." 

Sharing  ideas 

In  Papua  New  Guinea,  one  of  the  Pacific 
islands  north  of  Australia,  the  needs  of 
deafblind  people  have  only  been  recognised 
relatively  recently.  Don  Waipe  from  the 
Mount  Sion  Centre  for  the  Blind  in  Garoka  in 
the  East  Highlands  Province  told  me  that  as  a 
result  of  outreach  work  in  the  province,  three 
deafblind  people  had  been  identified,  and 
now  a  new  deafblind  unit  is  being  set  up: 
"1  used  to  be  a  teacher  of  deaf  people ,  but  now 
that  the  new  deafblind  unit  will  be  opening,  I 
will  be  specialising  in  that.  When  I  arrived  for 
the  PDP  programme  1  had  very  little  specialist 
knowledge,  but  now  after  six  weeks,  visiting 
deafblind  units  across  the  country,  and  talking 
to  specialists  in  this  field,  I've  got  a  lot  of 
ideas  to  take  back  with  me.  I've  also  gained  a 
lot  by  sharing  ideas  with  the  other 
participants  on  the  programme  and  hearing 
about  what  they  are  planning  to  do  when  they 
get  home." 
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VimalThawani  from  the  Blind  Men's 
Association  in  Ahmebad,  India  also  found  this 
sharing  of  ideas  invaluable: 
"I've  got  such  a  lot  out  of  the  PDP 
programme  -  going  around  the  country  to 
visit  different  schools,  meeting  specialists  in 
the  field,  and  learning  new  approaches.  I  feel  I 
understand  a  lot  more  about  deafblindness 
now,  and  what  it  really  means.  I've  also  found 
out  about  the  different  types  of 
communication  -from  sign  language  to  what 
is  meant  by  total  communication.  When  I 
return  home,  a  lot  of  my  work  will  be  with  a 
community-based  rehabilitation  project  that 
helps  disabled  children  and  their  families  in 
their  own  homes  -  rather  than  bringing  them 
into  the  centre  -  so  the  experience  I  have  had 
here  will  help  me  a  lot" . 

Bringing  it  all  back  home 

One  of  the  important  features  of  the  PDP 
programme  is  that  Sense  International  helps 
the  participants  to  plan  programmes  for  when 
they  return  home.  Meena  Nikam,  for 
example,  from  the  Bombay  National 
Association  for  the  Blind  is  hoping  to  extend 
the  family  outreach  services  that  she  has 
established  in  Bombay: 

"Much  of  my  work  is  in  Bombay,  which  is  a 
very  big  city  with  a  lot  of  problems. 
Transportation  is  poor  and  there  is  a  lack  of 
professional  help  for  deafblind  people.  So 
instead  of  bringing  the  children  into  our 
centre,  our  teachers  visit  the  families  at  home, 
and  train  the  deafblind  students  in  the  family 
environment.  The  family  members  are  a  very 
important  part  of  the  training  process.  The 
beauty  of  this  approach  is  that  we  can  reach 
many  more  children  this  way. 
On  the  PDP  programme  I  had  the 
opportunity  to  see  similar  programmes  in  the 
UK.  I  met  families,  heard  about  their 
experiences  and  learned  about  different  ways 
of  involving  them.  There  are  cultural 
differences,  of  course,  but  there  are  many 
things  I  can  pick  up  and  use  at  home.  We 
haven't  given  much  thought  up  to  now  about 
giving  families  a  break,  so  learning  about 
respite  was  a  new  thing  for  me.  I  hope  to 
introduce  a  respite  programme  when  I  return 
home". 

Finding  a  voice  again 

Dalia  Taurience,  from  the  Lithuanian  Training 
Centre  for  the  Blind  and  Visually  Impaired  in 
Vilnius  comes  from  a  very  different  part  of  the 
world,  with  a  turbulent  recent  history. 
Lithuania  is  still  emerging  from  the  long 
shadow  of  Soviet  Russia,  although  the  process 
of  regeneration  is  moving  fast.  Under  the 
Communists,  many  disabled  children  were 
categorised  as  'uneducablc'  so  that  many 
families  hid  their  deafblind  sons  and 


daughters  away  in  shame.  Today  this  means 
that  professionals  like  Dalia  have  only  a 
sketchy  idea  about  how  many  deafblind 
children  and  adults  there  are,  where  they  live, 
and  what  their  needs  are.  I  asked  what  the 
programme  had  offered  her? 
"I've  got  so  many  things  from  the  programme; 
it's  been  a  big  event  in  my  life.  For  the  first 
time  since  the  Soviets  left,  I  have  an 
opportunity  to  visit  another  country,  and  to 
find  out  how  other  counties  are  helping 
deafblind  people." 

"I've  learned  so  much  -  about  deafblindness, 
about  developing  a  curriculum,  about 
vocational  training,  about  respite  care  -  it  has 
all  been  very  rich.  My  idea  for  when  I  return 
home  is  firstly  to  find  out  where  the  deafblind 
people  are  in  Lithuania,  secondly  to  train  the 
teachers  who  work  with  deafblind  people,  and 
then,  in  time  to  bring  the  parents  together. 
There  is  so  much  to  do!" 

Starting  the  climb 

Finally,  I  spoke  to  Daniel  Holzinger  from  the 
Hospital  of  Saint  John  of  God  in  Austria. 
Although  Austria  is  generally  regarded  as  a 
wealthy  country,  the  provision  for  deafblind 
people  is  very  patchy  there.  There  is  little 
awareness  of  the  needs  of  deafblind  people, 
and  hardly  any  services  that  are  specifically 
designed  for  them. 

Daniel  runs  an  outpatient  clinic  for  deaf 
people,  but  in  recent  years  has  noticed  that  he 
has  an  increasing  number  of  patients  who  also 
have  visual  problems.  The  PDP  programme 
has  given  him  an  excellent  opportunity  to 
meet  specialists  across  the  country  and  to 
learn  from  all  sorts  of  different  approaches. 
What  were  his  plans  when  he  returned  to 
Austria  I  asked? 

"There  are  a  lot  of  things  I  want  to  do  -  to  set 
up  a  training  programme  for  our  hearing  and  deaf 
staff,  arrange  a  deafblind  awareness  day  for  next 
year  and  invite  people  from  across  the  country, 
establish  a  resource  centre,  and  maybe  a 
communicator  guide  scheme.  I've  had  a  lot  of  good 
experience  here  that  I  can  build  on". 

The  next  stage 

The  members  of  the  Professional 
Development  Programme  came  from  very 
different  countries  around  the  world,  with 
varying  cultures,  resources  to  call  upon,  and 
challenges  to  face.  And  yet  what  seemed  to 
unite  them  all,  was  that  they  would  be 
returning  home  enriched  and  inspired  by  the 
PDP  programme,  and  with  exciting  new  plans 
to  put  into  action.  Sense  International  will  be 
keeping  in  touch,  following  their  progress 
closely,  and  offering  support  and  advice 
whenever  it  is  needed.  I  can't  help  feeling  that 
the  hard  work  is  only  just  beginning! 


'Learning 
about  respite 
care  was  a 
new  thing 
for  me' 
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Making  your  opinions  known 


A  guide  to  Sense's 

Suggestions, 

Concerns  and 

Complaints  Policy 

by  Michael  Clegg, 

Policy  and  Quality 

Officer 


Mike  Clegg 


When  it  comes  to  making  suggestions 
about  how  a  service  could  be 
improved,  or,  for  that  matter, 
making  complaints  about  the  way  it  has  been 
operating,  it  can  be  very  difficult  for  users, 
their  families  and  carers  to  make  their  voices 
heard.  Above  all  there  is  likely  to  be  a  fear  of 
being  put  down  by  a  professional  on  whose 
services  they  depend.  Sense's  new  policy 
Suggestions,  Concerns  and  Complaints  aims 
to  provide  a  straightforward  way  for  people 
to  raise  issues  about  the  organisation,  and  to 
make  sure  that  their  comments  will  have  a 
positive  effect  on  sendee  delivery  and 
planning. 

Every  complaint  to  be  treasured  ... 

In  drafting  the  policy  we  have  paid  attention 
to  the  lessons  to  be  learned  from  procedures 
in  use  elsewhere,  particularly  in  the  public 
sector.  As  social  services  departments 
attempted  to  move  towards  a  culture  of  public 
service  in  the  early  1990s,  a  number  of 
initiatives  aimed  to  guarantee  the  rights  of 
users  -  the  Citizen's  and  Patient's  Charters 
being  prime  examples.  As  part  of  the  same 
changes  the  Children's  Act  of  1989  and  the 
1990  Community  Care  Act  established  a  legal 
duty  for  Departments  to  have  in  place 
v  comprehensive  and  accessible'  complaints 
procedures.  This  was  seen  as  a  way  of  gaining 
feedback  from  service  users  and  others,  and  of 
channelling  their  opinions  into  service 
planning  and  evaluation.  Social  services 
departments  are  now  estimated  to  receive 
around  30,000  complaints  a  year. 

In  the  context  of  a  public  service  ethos  it 
becomes  important  that  suggestions  and 
complaints  are  seen  as  pointers  to  how  quality 
standards  can  be  improved,  and  are  not 


necessarily  an  indictment  of  a  particular 
service.  Whilst  an  overwhelming  number  of 
representations  will  indicate  something  amiss, 
a  very  small  number  are  likely  to  reflect 
problems  as  well.  Do  people  not  know  about 
the  procedures,  are  they  too  frightened  to 
come  forward,  or  is  the  situation  so  poor  that 
users  have  lost  all  confidence  in  the  possibility 
of  improvement? 

The  Sense  policy  thus  states  that,  as  an 
organisation,  we  welcome  the  views  and 
opinions  of  service  users  and  their 
representatives.  In  particular,  recognising  the 
communicative  limitations  of  many  of  our 
service  users,  we  value  the  role  of  significant 
people  in  a  person's  life  in  raising  concerns  or 
complaints  on  their  behalf. 

Some  problems  and  solutions 

Since  the  introduction  of  complaints 
procedures  into  social  services  departments,  a 
number  of  studies  have  been  made  into  their 
effectiveness,  by  organisations  such  as  the 
National  Consumer  Council  and  the  Joseph 
Rownrree  Foundation.  One  conclusion  has 
been  consistent:  that  the  existence  of  paper 
procedures  does  not  in  itself  guarantee  that 
users  or  their  representatives  will  be  heard. 
A  number  of  reasons  for  this  can  be  inferred, 
which  we  have  tried  to  take  on  board  in 
developing  Sense's  policy. 

First,  if  people  are  going  to  use  procedures 
they  must  be  straightforward  and  easy  to  use. 
The  Sense  procedure,  illustrated  opposite,  is 
intended  to  be  as  simple  as  possible,  while 
also  being  comprehensive.  It  has  just  three 
levels.  The  aim  is  that  any  representation  can 
be  satisfactorily  dealt  with  at  the  point  that  it 
is  made,  but  if  that  doesn't  occur  then  the  next 
level  can  be  tried.  If  the  top  level,  a  review 
panel  including  a  Sense  director  and  chaired 
by  an  independent  arbiter,  is  unsatisfactory, 
then  the  procedure  contains  advice  on  how  to 
take  the  issue  outside  Sense,  for  instance  to 
the  Local  Government  Ombudsman.  Issues 
can  be  raised  with  anyone  in  Sense,  but  if  you 
would  like  to  talk  to  someone  away  from  the 
service  concerned,  provision  is  made  for 
contacting  a  Complaints  Receiving  Officer  via 
a  dedicated  freephone  number  (see  Figure  1.) 

Second,  people  will  not  feel  empowered  to 
question  a  service  unless  they  are  confident  of 
their  right  to  receive  it,  that  it  is  not  felt  to 
result  from  the  benevolence  of  the  provider. 
Similarly,  a  sense  of  dependence  on  the 
provider  will  encourage  a  fear  of  being 
punished  or  disadvantaged  by  coming 
forward  with  an  issue. 

Sense's  Suggestions,  Concerns  and 
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Complaints  policy  has  been  developed  in  the 
context  of  our  Mission  Statement,  which 
declares  that  everyone  has  the  right  to  quality 
services  to  meet  individual  needs.  The  policy 
establishes  how  suggestions  and  concerns 
about  the  quality  of  our  own  services  will  feed 
into  our  practice  and  planning.  It  is  aimed  at 
encouraging  service  users  and  their 
representatives  to  come  forward  with 
opinions;  any  suggestion  that  an  individual 
suffered  a  loss  of  service  as  a  result  of  this 
would  be  treated  with  the  utmost  seriousness. 

Third,  procedures  will  only  work  if  they  are 
part  of  a  broader  culture  of  openness,  and  of 
listening  to  users,  families  and  carers. 
Moreover,  people  will  only  make  use  of  them 
if  they  feel  confident  that  some  change  for  the 
better  will  result  from  their  efforts. 

The  Sense  policy  forms  part  of  a  larger 
pattern  of  initiatives  aimed  at  improving 
quality  through  broad  consultation.  For 
instance,  the  ongoing  process  of  quality 
auditing  for  Sense  residential  homes  is  centred 
on  feedback  from  residents,  parents,  staff  and 
non-Sense  professionals.  The  policy  itself 
guarantees  that  any  issue  raised  will  be  taken 
seriously,  and  sets  out  a  timetable  within 
which  actions  will  occur.  The  outcome  may 
not  be  that  desired  -  though  the  option  of 
going  on  to  the  next  level  of  the  procedure  is 
then  available  -  but  at  the  least  an  explanation 
will  be  forthcoming.  Use  of  the  Suggestions, 
Concerns  and  Complaints  procedure  will  also 
be  monitored,  and  summaries  of  the  nature 
and  number  of  issues  raised  provided  to 
Sense's  senior  management.  In  this  way 
concerns  will  feed  into  strategic  planning,  as 
well  as  having  an  immediate  local  effect.  As 
noted  earlier,  a  lack  of  complaints  may  be  as 
much  of  a  cause  for  concern  as  a  proliferation. 


Fourth,  many  people  will  need  support  in 
making  a  representation.  The  Sense  procedure 
makes  provision  for  the  involvement  of  a 
friend  or  advocate  (the  Sense  advocacy  project 
may  be  able  to  help  here).  Complaints 
Receiving  Officers  are  also  available  at  Sense 
Head  Office  to  advise  on  how  to  use  the 
procedure,  and  give  information  on  the 
progress  of  resolving  a  complaint. 

Making  a  Suggestion,  Concern  or 
Complaint 

Figure  1  illustrates  the  three  stages  of  the 
procedure.  It  is  always  best  to  resolve  issues 
where  they  arise,  so  ideally  you  should  start 
with  Stage  1 .  However,  it  is  recognised  that 
this  is  not  always  possible  (if  you  have  lost 
confidence  in  the  service  concerned,  or  you 
feel  the  issue  is  very  serious)  so  you  may  want 
to  begin  at  Stage  2. 

Note  that  staff  who  wish  to  make  a 
suggestion,  concern  or  complaint  should  refer 
to  the  Raising  Concerns  at  Work  policy.  This  is 
summarised  in  7.10.2  of  the  1997/98  Staff 
Handbook. 

If  you  would  like  a  copy  of  the  full 
Suggestions,  Concerns  and  Complaints 
procedure,  please  contact: 

Suggestions,  Concerns  and  Complaints, 
The  Policy  &  Quality  Team,  Sense,  11-13 
Clifton  Terrace,  London  N4  3SR 
Voice:  0171  272  7774  Text:  0171  272  9648 
This  procedure  is  being  trialled  over  six 
months,  when  it  will  be  reviewed  and 
amended  in  the  light  of  our  experiences.  If 
you  have  any  comments  on  the  policy  or 
procedures  themselves  then  please  contact 
Michael  Clegg,  Policy  and  Quality  Officer,  at 
Sense  Head  Office. 


'Everyone 
has  the  right 
to  quality 
services 
that  meet 
individual 
needs' 


Figure  1:  Making  a  Suggestion,  Concern  or  Complaint 


Stage  1 


Stage  2 


Stage  3 


It  is  always  preferable  that  issues  should  be  considered  locally 
wherever  possible.  Discuss  your  complaint  with  the  person  involved 
or  the  local  manager  and  try  to  resolve  the  problem. 

If  you  are  still  dissatisfied  or  would  like  to  make  a  formal 
complaint,  contact  the  Manager  involved,  another  Manager  or 
Director,  or  a  Complaints  Receiving  Officer  -  on  Freephone  0800- 
731-9008  (voice  or  text)  or  at  the  address  above. 

If  your  complaint  has  still  not  been  resolved  you  can  ask  for  an 
Independent  Review  by  contacting  the  Chief  Executive  at  the 
address  above. 
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Looking  to  the  future 

Sense  Scotland's  sixth  International  Conference  was  held  at 

the  University  of  Dundee  in  September 


'We  must  not 

forget  that 

Sense 

Scotland 

developed 

through 

partnership' 


The  following  are  highlights  of  some  of 
the  main  contributions  to  the  conference 
and  a  full  transcript  of  the  conference 
will  soon  be  ready  and  will  be  advertised  in 
Talking  Sense. 

In  her  opening  address  to  the  conference, 
Gill  Morbey,  Director  of  Sense  Scotland,  said 
she  felt  there  was  a  general  sense  of  optimism 
as  we  were  approaching  the  new  millennium. 
In  looking  to  the  past,  we  have  come  a  long 
way  from  the  small  parents'  group  which  was 
campaigning  for  recognition  and  better 
services  for  their  sons  and  daughters. 
However,  in  meeting  many  of  the  needs 
expressed  then,  we  are  faced  with  new 
challenges  -  but  if  the  will  and  determination 
remains  we  can  overcome  them.  This  is  an 
extract  from  Gill's  opening  address: 

In  facing  new  challenges  and  looking  to  the 
future,  we  must  not  forget  that  Sense  Scotland 
developed  through  partnerships.  An  early  mix 
of  parent  and  professional  power  was 
important  but  would  not  have  led  us  to  the 
achievements  we  see  today  had  it  not  been  for 
our  colleagues  in  the  statutory  sector.  Many  of 
those  close  friends  took  a  huge  leap  of  faith  in 
supporting  the  organisation  in  those  early 
days.  They  were  confronted  with  extremely 
inexperienced  yet  committed  families,  but  were 
prepared  to  listen.  I  hope  Sense  Scotland  has 
iiul  let  them  down  and  I  hope  they  believe  that 
their  trust  at  that  early  stage  was  well  placed. 


^Sense  Scotland  must  now  face  all  the 
challenges  that  come  with  being  a  bigger 
organisation.  In  a  little  over  10  year  years  we 
have  established  five  community  houses  with 
30  residential  places,  a  day  resource  for  up  to 
25  people,  a  respite  service  for  over  60 
families,  holidays  for  45  children  and  adults, 
playdays  and  day  care  for  children  and  an 
outreach  advisory  service  along  with  all  the 
support  services  of  policy,  information, 
training,  health,  finance,  personnel  and 
administration.  I  am  extremely  proud  to 
remain  part  of  this  organisation  which  I 
believe  lias  and  continues  to  make  a  difference. 

^Turning  now  to  this  weekend,  we  are 
delighted  to  welcome  you  all.  Within  Sense 
Scotland's  development  we  not  only  depended 
on  our  Scottish  and  UK  friends  but  we 
watched  and  learned  from  expertise  abroad.  As 
ever  we  hope  the  conference  will  be 
stimulating  and  informative  but  also  fun.' 


John  Mclnnes  -  recognising 
deafblindness  as  a  unique  disability 

In  his  opening  address  to  the  conference,  John 
Mclnnes  spoke  of  the  need  to  recognise 
deafblindness  as  a  unique  disability  and  that 
there  is  not  a  large  pool  of  community 
knowledge  to  which  parents  and  other 
professionals  can  turn  to,  either  to  check  what 
we  are  doing  or  to  verify  their  own  opinions 
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as  to  what  should  be  done.  John's  hope  for  the 
future  was  that  when  deafblind  people  are 
viewed  they  will  be  viewed  as  having  a 
unique  set  of  abilities  which  can  be  used  to 
help  them  grow  and  develop. 

Jan  van  Dijk  -  the  changing  profile 
of  deafblindness 

In  his  talk,  Syndromes,  behaviour  and 
intervention,  Jan  van  Dijk  described  the 
changing  profile  of  deafblindness,  moving 
away  from  congenital  rubella  as  a  major  cause 
of  early  deafblindness  towards  a  range  of 
syndromes  and  diseases  as  proximate  causes. 
Such  a  shift  in  the  nature  of  congenital 
deafblindness  requires  a  concomitant  change 
in  techniques  and  technologies  used  for 
communication,  with  consequent  demands  on 
staff  development  and  public  awareness. 

David  Brown  -  promoting 
understanding  of  CHARGE 

David  Brown,  Head  of  the  Sense  Family 
Centre  in  London,  picked  up  on  this  general 
point  in  his  workshop,  CHARGE  Association. 
David  is  one  of  the  main  international  figures 
responsible  for  promoting  an  understanding 
of  the  functional  impact  of  CHARGE,  a 
condition  associated  with  a  high  incidence  of 
dual  sensory  impairment.  He  showed  how 
clinical  features  of  the  condition  can  be 
coupled  with  in-depth  knowledge  of 
deafblindness  to  provide  more  effective 
approaches  to  intervention. 

Pat  Tookey  -  rubella 

Pat  Tookey,  Epidemiologist  at  the  NCRSP 
presented  on  Can  Congenital  Rubella  be 
Eradicated?  She  concluded  that  congenital 
rubella  would  not  be  eradicated,  but  its 
incidence  could  still  be  greatly  reduced.  She 
cited  the  success  of  the  booster  programme  as 
being  the  key  to  the  lengthening  between 
periods  of  rubella  upsurge. 

Professor  Sheila  McLean  - 
the  ethical  framework 

Medical  science  is  advancing  at  an  explosive 
rate,  much  of  it  driven  by  development  in 
technologies  in  genetics  and  medical  biology 
but  these  improvements  in  scientific  technical 
understanding  present  new  problems. 
Professor  McLean  addressed  the  question  of 
how  we  discharge  these  responsibilities  within 
an  ethical  framework  when  there  is  little 
agreement  about  what  that  ethical  framework 
might  be. 

Margaret  de  Feu  -  deafness  and 
mental  health 

Margaret  de  Feu,  a  Psychiatrist  from  the 


National  Deaf  Mental  Health  Services  in 
Birmingham,  was  invited  to  discuss  these 
issues  at  our  recent  conference.  In  her 
workshop  Deafness  and  Mental  Health  -  what 
are  the  links?,  she  cited  some  of  the  problems 
in  interpretation  of  behaviours  of  people  who 
use  different  modes  of  communication.  She 
questioned  whether  the  majority  of  mental 
health  problems  amongst  deaf  people  were 
organic  or,  more  often,  the  result  of  years  of 
difficult  communication  within  the  family,  at 
school  and  in  general.  De  Feu  is  working  with 
many  clients  who  have  a  diagnosis  of 
congenital  rubella.  We  plan  to  explore  what 
information  resources  we  can  contribute  to  her 
study  of  late  manifestations  of  rubella. 

JacintaYeaman  -  specialist  caring  skills 

The  development  of  specialised  caring  skills 
amongst  staff  is  integral  to  supporting 
multiply  impaired  clients.  In  the  workshop 
Health  Care  in  Practice:  Meeting  the  Needs  of 
Children  and  Young  People,  Jacinta  Yeaman, 
Sense  Scotland's  Respite  Manager,  described 
some  of  the  physical  care  needs  which  staff 
had  become  proficient  in  meeting.  Out  of  79 
clients  aged  3-17  using  direct  services  over 
the  last  year,  more  than  half  had  epilepsy, 
mobility  issues  or  feeding  difficulties.  Some 
clients  had  all  of  these  difficulties  as  well  as 
additional  impairments.  The  practice  skills 
needed  to  care  for  children  with  multiple 
impairments  will  become  increasingly 
important  for  adult  services  in  the  community. 
This  project  is  well  placed  to  facilitate  the 
development  of  liaison  and  skills  exchange 
between  health  care  professionals  and  lay 
carers. 

Professor  Jim  Mansell  - 
challenging  behaviour 

Professor  Mansell  spoke  on  the  issue  of 
challenging  behaviour.  Firstly,  he  looked  at  the 
nature  of  challenging  behaviour;  then  what  he 
calls  'active  support',  a  model  of  working  with 
people  with  learning  disabilities;  and  finally, 
about  some  of  the  difficulties  of  putting  good 
practice  into  widespread  use. 

Art  Exhibition 

In  conjunction  with  the  conference  we  were 
delighted  to  have  an  exhibition  of  artwork  by 
students  who  attend  the  centre  for  day 
services  in  Glasgow.  Some  70  exhibits  were  on 
display,  including  paintings,  sculptures, 
ceramics  and  drawings.  Following  the 
conference,  the  exhibition  moved  to  the 
Discovery  Point  heritage  centre  in  Dundee  for 
three  weeks,  where  it  was  on  display  to  the 
general  public. 
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Days  to  remember 

Summer  is  over  and  Gemma  Blackie, 

Sense  Voluntary  Services  Holiday  Officer, 

looks  back  on  days  filled  with  smiles, 

sunshine,  sandcastles,  ice  cream,  face  painting 

and  even  more  chocolate  than  last  year! 


'As  it  grows 

dark,  cold 

and  wintry 

outside,  look 

forward  to 

days  of  fun 

in  the  sun 

in  1998...' 


Our  summer  season  kicked  off  in  April 
with  a  'weekend  family  break'.  Not 
only  was  it  a  chance  for  young 
deafblind  people  to  go  to  Centre  Pares  for  the 
weekend,  but  we  also  let  them  bring  their 
parents  along  too!  A  leisure  club  for  children 
and  young  people  ran  throughout  the 
weekend,  offering  sailing,  bowling  and  disco 
dancing.  This  gave  mums  and  dads  the 
chance  to  soak  in  the  Jacuzzi! 

The  weekend  was  run  in  response  to  the 
results  of  The  Leisure  Survey,  in  which 
families  expressed  their  wish  to  get  away 
together  for  fun  weekends!  So  watch  out  in 
Newsleaf  for  more  information  about 
weekend  events  which  are  now  being 
organised  by  the  Sense  Family  Network. 

Summer's  here 

After  'warming  up'  for  the  summer  at  the 
family  weekend,  the  Holiday  Team  got  out 
buckets  and  spades  and  shorts  (Joff  really 
shouldn't  be  allowed  to  wear  them  with  legs 
like  his!)  earlier  than  normal,  as  we  started 


running  summer  holidays  in  June  for  adults. 

They  even  let  me  out  of  the  office  for  a  week 
in  mid-June  to  lead  my  own  Sense  holiday.  We 
travelled  in  style  in  my  old  Black  Taxi  to 
Centre  Pares,  where  we  swam  down  the 
raging  rapids,  canoed  around  the  lake  and 
went  riding  in  the  forest.  Like  true 
holidaymakers  in  Britain,  we  had  a  BBQ 
regardless  of  the  weather  (soggy  grilled  rather 
than  flame  grilled!)  and  traditional  fish  and 
chips  on  the  pier  at  Great  Yarmouth.  We 
nearly  wore  hankies  on  our  heads!  We  came 
home  exhausted  -  and  a  stone  heavier  because 
of  all  that  chocolate  -  with  the  aid  of  a  'very 
nice'  AA  man! 

The  rest  of  the  summer  was  made  up  of 
Karoake  at  Butlins...  Fireman  on  the 
Redwatchboat(!)...  foot  massages  at  Dairy 
Farm...  fast  funfair  rides  at  Lyth  Hill... 
paddling  at  Cliff  cottage...  cycling  at  Old 
Chapel...  chocolate  cake  at  Centre  Pares... 
banana  boats  in  Northern  Ireland...  boat  trips 
at  Shorefields...  and  much,  much  more. 

So  as  it  grows  dark,  cold  and  wintry 
outside,  look  forward  to  days  of  fun  in  the 
sun  in  the  new  1998  Holiday  Brochure 

available  in  mid-December  from  Sense 
at  Finsbury  Park. 
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From  rounds  of  spirit-lifting  fish  and  chips  by  the 
sea  to  soul-stirring  walks  in  the  tranquil 
surroundings  of  lily  ponds.  House  Tutor  Hanif 
Sanghar  got  away  from  it  all  with  service  users  and 
staff  of  Brock  House. 


It's  nice  when  you  get  the  chance  to  take  a 
break  from  routine,  to  explore  new  horizons 
and  get  away  from  it  all  with  your  clients. 
In  the  first  week  of  September  I  was  able  to  do 
just  that,  when  I  got  the  chance  to  take  two 
service  users  -  Marc  and  Kevin  -  to 
Pembrokeshire  in  South  Wales,  along  with 
three  other  members  of  staff. 

The  Stackpole  Centre  -  where  we  were  to 
spend  our  time  away  -  seems  like  a  natural 
extension  of  Brock  House.  Carlton  and  I  have 
actually  clocked  up  four  visits  there  and  Marc 
recognises  and  adapts  to  it  quickly.  He  has 
great  mapping  skills  and  it  helps  him  move 
confidently  around  the  centre. 

After  a  long,  but  comfortable,  drive  we 
reached  our  destination  -  Stackpole,  where 
Cottage  number  seven  was  to  be  our  home  for 
five  days.  The  cottage  was  like  a  tardis:  small 
but  deceptively  massive  inside. 

Kevin  had  his  own  room  downstairs  with 
his  very  own  king-size  bed.  Marc,  on  the  other 
hand,  being  a  fan  of  secret  midnight  walks 
and  midnight  rendezvous,  had  his  own  room 
connected  to  both  my  and  Carlton's 
bedrooms.  The  adjoining  rooms  gave  us  many 
hilarious  moments  as  Marc  happily  slapped 
on  Carlton's  aftershave  while  wearing  my 
jeans  and  one  each  of  Rukshana  and  Jeanette's 
sandals!  But,  hey,  share  and  share  alike! 

As  Marc's  room  faced  the  sun  (his  idea  of 
heaven)  he  would  stand  happily  tapping  the 
window  frame.  I'd  imagine  that  all  the  other 
centre  users  would  look  up  at  Marc  at  his 
window  and  would  wonder  when  he  would 
either  deliver  a  speech  or  give  divine 
benediction! 

Stackpole  has  great  facilities  and  it's  truly  a 
pleasure  to  see  our  service  users  swim  in  the 
vast  pool  and  enjoy  the  'American-film- 
producer-sized  Jacuzzi,  which  is  ridiculously 
large.  Here  our  clients  make  their  own  choices 
as  to  how  long  and  when  to  go  swimming. 
Stackpole  gave  Kevin  ample  opportunity  to 
walk  around  the  site  with  the  aid  of  his  sticks, 
independently. 

The  nearby  beach  sends  Marc  into 
happiness  overdrive  with  its  mix  of  sun,  sea 
and  sand.  It  gives  him  the  chance  to  top  up 
that  year-long  'rock  star'  suntan  that  lie 


always  has.  The  sunsets  would  always 
guarantee  a  smile  from  Kevin  as  he  watched 
the  sun  go  down  with  a  Boddingtons  by  his 
side! 

Typically  Welsh,  Tenby  is  a  lovely  coastal 
town  with  its  mix  of  brightly-coloured  hotels 
and  buildings,  which  seem  inspired  by 
Southern  France.  Tenby  boasts  a  clear  blue 
sea.  Sadly  on  the  day  of  our  visit  the  sea  was 
slightly  too  rough  for  a  visit  to  Clady  Island, 
with  its  unique  perfume-making  monks.  But 
it's  amazing  how  uplifting  a  good  round  of 
tasty  coastal  fish  and  chips  is  to  the  spirits! 

As  our  holiday  came  to  an  end,  we  all  went 
for  a  walk  to  the  nearby  lily  ponds,  which 
thankfully  had  wheelchair  access  for  Kevin. 
The  natural  beauty  of  the  place  added  to  the 
feeling  of  serenity  felt  by  us  all.  The  calmness 
of  the  water  and  the  stillness  of  it  all, 
combined  with  Marc's  laughing  and  much 
tapping  and  slapping  of  the  wooden  bridge, 
as  well  as  Kevin's  gentle  smiles,  were  an 
inspiration  to  us. 

In  all,  it  was  a  relaxing  holiday  for  both  staff 
and  students  alike  -  away  from  the  tragic 
memories  of  Princess  Diana  and  all  her 
heartfelt  charity  work,  which  is  a  lesson  to  us 
all.  As  for  next  year?  Well,  I  guess  Stackpole's 
not  out  of  the  question... again! 


'Stackpole  has 
great  facilities 
and  it's  truly  a 
pleasure  to 
see  our 
service  users 
swim  in  the 
vast  pool  and 
enjoy  the 
'American- 
film-producer- 
sized  Jacuzzi' 
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Welcome  to  the  latest  issue  of  Newsleaf 


This  issue  deals  with  a 
number  of  themes 
that  concern  families. 
Firstly,  Newsleaf  received  a 
request  to  publish  Norman 
Brown's  talk  he  presented 
at  the  Dbl  European 
Conference  in  Madrid.  It  is 
a  father's  view  of  his 
changing  relationship  with 
his  disabled  son.  This 
boyish  European  theme 
continues  with  another 
Dad,  Peter  Holman, 
presenting  his  perspective 
on  the  more  recent 


European  Deafblind 
Network  Family 
Conference  held  in 
Holland. 

The  second  theme  is  of 
the  numerous  activities 
that  are  happening  around 
the  country  for  families.  It 
is  good  to  see  how  much  is 
going  on  and  how  families 
are  using  these 
opportunities  to  meet  each 
other,  share  experiences 
and  ideas,  to  set  their  own 
agenda  and  to  have  fun. 

The  Sense  Family 


look  forward  to  seeing  you 
there.  Joff  McGill 
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Network,  having  run  a 
very  successful  'Family 
Fun'  Weekend,  now  has  its 
sights  set  on  the  major 
Sense  event  for  families 
next  year  in  the  form  of  a 
conference  in  March.  It  will 
be  a  great  opportunity  for 
families  to  get  together, 
attend  some  workshops, 
have  a  break,  and  meet 
other  families  and  some 
Sense  staff.  It  should  prove 
a  fun,  relaxing  and 
informative  weekend  so  I 


In  the  next  issue... 

...Newsleaf  will  be  looking  at  Respite  Care  as  it  is  a 
priority  for  many  families  and  for  Sense.  It  will  be 
looking  at  good  and  less  good  experiences,  sharing 
information  about  what  is  available  and  exploring 
how  families  can  best  use  respite. 
If  you  have  any  ideas,  experiences,  or  information 
you  would  like  to  share  then  please  write  in. 
I  would  particularly  like  to  hear  about  your 
experiences  and  appropriate  local  services  so  we 
can  share  the  information  with  other  families. 


Branch  Profile 


Name  of  the  Branch:  Sense  South  Coast  Branch. 

When  was  the  branch  formed?  1996. 

What  area  does  the  branch  cover?  East  and 
West  Sussex. 

Who  is  it  for?  Families,  parents,  carers,  friends, 
professionals. 

Outline  the  purpose  of  the  branch:  To  support 
each  other,  to  raise  awareness  of  deafblindness  and 
multi-sensory  impairment  and  to  work  with  and 
support  Social  Services  and  others  in  developing 
services  and  support  for  deafblind  and  multi- 
sensory  impaired  people. 

What  would  you  like  to  see  the  branch  doing  this 
year?  (  onsolidating  its  success  and  continuing  to 
work  ;is  ,i  group  in  building  bridges  an  awareness 
of  deafblindness. 

How  do  you  stay  in  touch  with  the  branch's 


members?  At  meetings,  by  phone,  fax  and,  of  course, 
personal  contact. 

Name  three  vital  ingredients  that  make  up  the 
branch:  Team  work,  determination  and  fun. 

What  one  thing  would  improve  the  running  of  the 
branch?  A  sane  chairman! 

Most  memorable  branch  moment?  Joyce  wearing  a 
dress  at  the  branch  launch!  No  seriously,  the  launch  of 
the  branch  was  a  highlight  with  so  many  people  there. 

Most  embarrassing  branch  moment?  Realising  we 
forgot  to  cut  and  share  the  cake  at  our  launch. 

What  would  you  like  to  see  Sense  do  that  it  does  not 
do  already?  More  information  and  support  for  people 
with  a  single  sensory  impairment  and  additional 
disabilities. 

What  would  you  least  likely  hear  said  at  a  branch 
meeting?  There  is  nothing  on  the  agenda  today! 
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My  deafblind  child  is  now  a  deafblind 
adult.  What  does  that  mean  and 
what  does  that  make  me?ByNormanBrown 


'I  would  feel  safer 
if  I  was  driving, 
yet  I  do  not  want 
him  to  spend  his  life 
a  passenger.' 


My  own  deafblind  child  was  a  boy 
called  Stephen.  I  am  writing  this  as 
if  I  am  thinking  about  him  and  as  if 
it  is  that  time  of  transition  from  a  school  to 
an  adult  placement.  However  I  am  using 
hindsight  and  the  experience  of  other 
parents  as  I  did  not  think  so  clearly  when  it 
was  really  happening. 

What  is  an  adult? 

An  adult  is  mature,  fully  developed.  I  can  see 
aspects  of  that  maturity  in  my  child,  or  at  least 
I  recognise  why  other  people  see  my  child  as 
an  adult. 

Being  an  adult  means  being  responsible  for 
yourself.  Here  I  have  real  problems.  It  is  not 


Stephen 


that  my  son  does  not  want  to  decide  some 
things  for  himself,  but  that  he  cannot  always 
imagine  or  handle  the  consequences.  There 
are  also  many  circumstances  when  he  is 
genuinely  puzzled  or  confused  and  could 
not  reach  a  relevant  decision.  Regardless  of 
mental  capacity,  his  experience  has  not  given 
him  enough  to  evaluate  what  is  involved  or 
the  language  to  find  out  more.  He  is  very 
powerless  and  vulnerable. 

Yet  I  cannot  say  that  he  remains  a  child.  In 
many  ways  he  is  mature  and  fully  developed. 
He  is  now  subject  to  drives  and  emotions  that 
a  child  has  yet  to  experience.  He  also  has 
greater  strength  and  weight  than  a  child.  So 
treating  him  as  a  child  is  not  always  even 
possible. 
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'Being  an  adult  is  very  hard 
if  you  have  difficulty  with  relating/ 


I  probably  think  of  him  most  of  the  time  as 
a  child  in  an  adult's  body  and  I  fear  that,  on 
his  own,  he  is  a  possible  danger  to  himself 
and  others  -  like  a  child  in  the  driving  seat  of 
a  car  with  the  engine  running.  I  would  feel 
safer  if  I  was  driving,  yet  I  do  not  want  him  to 
spend  his  life  a  passenger. 

The  struggle  for  independence 

I  have  struggled  to  find  help  to  move  him 
further  towards  independence  and  I  have  been 
amazed  at  the  progress  that  can  be  made.  I 
have  learned  much  about  him,  the  heights  of 
courage  and  forgiveness  that  have  enabled 
him  to  cope  with  us  all  as  well  as  the  depths  of 
frustration  and  distress  when  he  was  lost  and 
misunderstood  in  a  world  we  have  created. 

I  have  learned  much  about  myself.  We  have 
meant  a  lot  to  one  another  and  we  have 
greatly  influenced  one  another's  lives  and 
personal  development. 

He  has  learned  to  trust  and  to  like  others 
and  he  has  certainly  attracted  much  love  from 
many  people  along  the  way.  He  no  longer 
finds  his  sole  source  of  comfort  and 
reassurance  in  me.  He  no  longer  needs  me 
around  to  be  happy  and  engaged.  So  although 
he  still  has  relatively  few  skills  to  feed,  clothe 
and  occupy  himself,  he  has,  in  fact,  the  basis 
of  real  independence  -  emotional 
independence  and  the  capacity  to  form  new 
relationships. 

But  one  of  his  greatest  difficulties  is  with 
relationships  at  every  level.  He  has  trouble 
relating  things  to  things,  things  to  people, 
people  to  people  and  all  of  them  to  himself. 
When  you  cannot  see  or  hear  things  clearly 
how  do  you  get  a  whole  and  unified  picture? 
You  need  that  broader  perspective  if  you  are 
to  be  an  adult. 

Being  an  adult  means  handling  our  own 
personal  relationships  and  being  responsible 
for  your  part  in  them.  Being  an  adult  is  very 
hard  if  you  have  difficulty  with  relating. 

My  struggle 

I  need  to  sec  him  not  as  a  dependent  child  in 
an  adult's  body  but  as  a  dependent  adult  who 
is  unable  to  be  fully  responsible  for  himself. 
My  straggle  is  not  in  moving  from  over 
protet  tive  parent  to  parent  of  an  independent 


adult,  but  in  allowing  his  main  dependence  to 
be  transferred  to  others. 

His  new  placement  may  be  right  for  him, 
but  I  am  not  there  to  judge  for  myself  and  he 
cannot  phone  or  write  to  me  unaided.  You  see, 
basically,  if  he  is  happy  then  I  am  happy.  If  he 
is  distressed  then  I  am  distraught.  But  how 
am  I  to  know?  All  I  have  to  go  on  is  other 
people's  interpretations  -  how  I  miss  direct 
communication. 

Perhaps  what  I  also  miss  is  his  rebellious 
assertion  of  his  own  changed  dependence,  like 
the  discussions,  arguments  and  reassurances  I 
had  with  his  sister.  Perhaps  I  miss  him  telling 
me  to  go  away  and  get  on  with  my  life  and 
stop  worrying  about  him.  The  evidence  of  my 
child's  readiness,  even  need,  to  break  away 
from  me  comes  after  and  not  before  the  break. 

Only  he  is  the  truly  believable  witness.  I 
need  the  pain  of  seeing  him  forming  happy 
relationships  with  others,  enjoying  new 
experiences  in  a  wider  and  more  exciting 
world  that  I  was  able  to  provide.  I  need  to  see 
and  feel  that  and  realise  that  it  is  good. 

Starting  to  change 

Evidence  comes  in  the  strangest  ways.  When 
Stephen  went  to  his  adult  placement,  all  his 
state  benefits  went  with  him,  along  with  most 
of  his  clothes  and  other  personal  possessions. 
His  young  carers  took  him  out  shopping 
armed  with  his  benefits  and  updated  his 
wardrobe.  When  he  next  came  home  I  was 
stunned.  He  looked  smart,  fashionable,  more  truly 
a  young  man  than  he  had  ever  been  before.  It  was 
not  that  I  had  dressed  him  badly,  it  was  that 
he  was  a  generation  more  modern  than  I  was, 
and  so  were  his  carers.  I  had  got  it  half  right; 
they  had  got  it  exactly  right.  This  was  on  top 
of  the  evidence  of  skill  acquisition  and  a 
general  sense  of  well-being.  It  had  a  great 
impact  on  me  and  was  a  small  revelation  that 
his  best  placement  was  not  with  me  and  that 
he  was  becoming  more  acceptable  and  more 
able  in  society  than  when  he  was  with  me. 

He  never  forgot  his  father  nor  his  father's 
home  but,  now,  he  had  two  places  to  be  happy 
and  his  world  was  continuing  to  grow.  One  of 
his  places  was  becoming  increasingly  his  and 
not  mine. 

As  he  becomes  emotionally  independent  of 
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me  and  therefore  capable  of  a  new 
relationship  with  me,  so  I  must  become 
emotionally  independent  of  him.  It  is  only 
when  this  mutually  dependent  independence 
becomes  a  reality  that  I  shall  be  able  most 
effectively  to  play  a  part  in  his  adult  life. 

That  may  take  a  year  or  two  and  first  there 
is  another  journey  I  must  make.  What  is  left 
when  this  large  part  of  my  life  vanishes?  To 
me  he  was  always  my  child,  to  others  close  to 
him  he  was  more  of  an  adult,  to  some  he  was 
a  burden  I  should  be  grateful  to  let  go.  People 
do  not  always  realise  that  you  can  love  the 
person  causing  your  burden,  even  as  the 
weight  breaks  your  back  -  any  of  you  who 
have  cared  for  someone  with  great  needs,  I 
hope,  will  know  what  I  am  trying  to  describe 
here.  It  is  just  that  sometimes  our  love  is 
bigger  than  our  strength.  It  is  not  just  strength 
though,  underneath  I  feel  that  it  is  right  for 
him  and  me  to  have  lives  of  our  own. 

What  of  my  life  now? 

So  I  have  to  face  the  world  without  him.  All 
sorts  of  factors  arise.  Although  being  the 
parent  of  a  multiply  disabled  child  restricted 
my  freedoms,  it  did  give  me  status,  identity 
and  priorities.  Now  priorities  will  need  re- 
thinking. I  and  my  married  partner  have  to 
face  one  another  anew.  Is  the  partner  who 
helped  me  through  now  going  to  be  the 
partner  of  my  new  life?  What  of  those  other 
aspects  of  my  partner  and  me  that  now  have 
no  hiding  place  and  were  never  resolved? 

Most  significantly  I  have  to  face  myself  and 
the  struggle  of  self  discovery  again  despite  the 
urge  to  claw  back  the  old  situation.  There  is 
no  going  back  to  what  I  was  before  -  it  may 
be  too  much  to  say  that  Stephen  made  me,  but 
he  certainly  changed  the  direction  of  my 
development. 

I  am  the  parent  of  an  adult  who  will  always 
need  support  and  direction.  He  is  not  a  child 
in  adult  shape  but  a  dependent  adult  who 
does  not  depend  on  me.  It  may  be  some  time 


before  I  grow  to  like  that. 

His  carers  talk  of  "letting  go"  meaning 
"letting  them  take  responsibility".  To  me  it 
sounds  like  letting  someone  down  rather  than 
letting  them  go  free.  It  sounds  as  if  people  are 
thinking  of  my  freedom  rather  than  his. 

My  difficulty  is  that  I  cannot  hand  over 
responsibility  to  him;  I  have  to  hand  over 
responsibility  for  him  to  others.  If  I  can  do 
that  how  much  should  I  be  involved 
afterwards?  As  his  advocate,  how  good  a  job 
would  I  do  compared  with  his  present  carers? 
As  far  as  choice  of  clothes  and  activities  were 
concerned  who  was  Stephen's  best  advocate? 

Fathers  and  sons 

How  much  does  he  want  me  to  be  involved?  I 
missed  my  father  when  he  died.  I  missed  the 
times  together,  the  advice,  the  ideas,  the 
things  important  to  me  that  only  he  knew  of 
and  the  knowledge  that  he  was  there  when  I 
wanted  him.  But  my  life  was  my  own.  I  want 
to  be  to  my  son  what  my  father  was  to  me  but 
I  am  not  accessible  to  him  when  his  is  not 
with  me.  My  son  needs  those  who  know  him 
best  to  advocate  for  and  support  him.  Those 
people  are  the  ones  he  lives  with.  As  time 
passes  the  knowledge  increases  among  them 
as  it  decreases  with  me.  That  is  how  it  should 
be. 

But  it  would  be  a  tragedy  if  I  was  not  a 
continuing  part  of  his  life.  The  balance  shifts 
because  I  am  becoming  "one  of  the  important 
people  in  his  life"  instead  of  "the  only  one". 
And  that  is  good.  He  needs  all  of  us. 

Everything  will  hinge  upon  our  maturity 
rather  than  his  and  upon  our  ability, 
emotionally  as  well  as  cognitively,  to  join  in 
working  for  his  benefit  rather  than  our  own. 
Then  he  will  be  able  to  play  his  most  adult 
part  along  with  us  and  we  shall  all  glory  in 
his  successes. 

Norman  Brown 


'My  son  needs  those  who  know  him  best 
to  advocate  for  and  support  him/ 
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What  has  happened  so  far,  and  what  is  planned  for  the  Sense  Family  Network? 


Families  have  fun  in  the 
New  Forest 

Having  launched  itself 
with  a  newsletter,  the 
Family  Network  set  about 
achieving  some  of  its  aims. 
Events  and  activities  that 
brought  families  together 
was  a  clear  priority  and  so 
a  weekend  in  a  holiday 
park  on  the  South  Coast 
was  organised. 

The  Shorefields  Country 
Park  played  host  to  7 
families  for  three  nights.  A 
get-together  was  held  on 
the  Friday  night, 
introduced  by  members  of 
the  Family  Network 
Steering  Group,  giving 
families,  volunteers  and 
Sense  staff  a  chance  to 
meet  each  other  and  begin 
to  get  to  know  who  was 
going  to  be  around  for  the 
weekend. 

A  Sense  Leisure  Club 
was  organised  on  the 
Saturday  taking  the 
deafblind  people  and  some 
of  their  brothers  and  sisters 
out  for  the  day.  The  rain 
did  its  best  but  nothing 
could  dampen  the  spirits  of 
the  party  as  they  enjoyed 
swimming,  bowling,  plate 
painting,  a  stroll  along 
Poole  Quay  and  a  pizza. 

Meanwhile  those  who 
stayed  back  at  the  Country 


Park  were  making  the 
most  of  the  break  that  the 
Leisure  Club  provided, 
whether  it  was  visiting 
Beaulieu,  soaking  in  the 
Jacuzzi,  walking  on  the 
coast  or  reading  the  papers 
in  the  bar. 

Sunday  was  a  day  for 
families  to  spend  time 
together,  though  the  Sense 
volunteers  did  provide  a 
"Helping  Hand"  service  - 
an  extra  pair  of  hands  for 
any  of  the  families  if  they 
needed  it  at  a  particular 
time,  for  instance  while 
parents  were  packing. 

It  was  a  successful 
weekend,  with  everyone 
taking  something  from  the 
opportunities  on  offer, 
whether  it  was  meeting 
other  families,  enjoying  the 
break  on  Saturday,  having 
a  good  time  bowling  or 
just  enjoying  the  facilities 
at  Shorefields.  Several  were 
heard  to  say  "Sense  should 
be  doing  more  of  this". 

So  what  is  planned 
for  the  future? 

A  Major  Event  for  the 
Network 

The  Family  Network  is 
busy  planning  a  conference 
to  be  held  in  Blackpool 
over  the  weekend  of  13th, 


14th  and  15th  of  March.  It 
will  be  the  major  Sense 
family  event  organised 
next  year. 

The  conference  will  last 
two  nights  and  days  with 
an  option  of  staying  for  a 
third  night.  First  and 
foremost  it  is  hoped  that  it 
will  be  a  fun  weekend  with 
plenty  of  opportunities  to 
meet  Sense  families  and 
those  that  work  with  them. 
There  will  of  course  be  a 
party  and  time  to  spend 
making  the  most  of 
Blackpool's  attractions. 

There  will  be  a  Sense 
Leisure  Club  on  offer  on 
the  Saturday  and  the 
Sunday  looking  after  any 
deafblind  children  and 
their  brothers  and  sisters 
that  want  to  take  part.  It 
will  be  run  by  a  Sense 
holiday  leader  and  a  team 
of  volunteers  providing  a 
good  time  for  those  taking 
part  and  a  break  for  carers. 

Finally,  of  course,  there 
will  be  conference 
workshops  to  attend. 
The  Steering  Group  have 
chosen  a  theme  -  "Leisure 
time  -  how  to  make  the 
most  of  it  and  look  after 
yourself".  There  will  be  a 
range  of  workshops  with  a 
majority  by  and  for 
families,  including  sessions 
on  'How  to  Use  Respite 


Care',  'Sense  Holidays', 
and  'Aromatherapy  and 
Massage'.  While  we  hope 
these  will  interest  some 
people  there  is  no  pressure 
to  attend  if  you  have  other 
ways  you  would  prefer  to 
use  the  time. 

The  weekend  is  open  to 
all,  whether  you  are  a  part 
of  a  family  with  a  deafblind 
child  or  parent,  a  carer,  a 
professional  or  member  of 
Sense  staff  with  an  interest 
in  'family'  issues,  a  friend 
of  Sense,  a  volunteer... in 
other  words  the  whole 
Sense  'Family'. 

The  cost  will  be  £75  for 
anyone  attending  the  main 
conference  and  £25  for  any 
dependents  using  the 
Sense  Leisure  Club.  There 
will  be  bursaries  available 
as  the  Network  does  not 
want  money  to  be  a  reason 
for  families  not  to  attend. 
The  cost  is  based  on  the 
fact  that  everyone  will 
have  something  on  offer 
over  the  weekend. 

If  you  are  interested  and 
would  like  more 
information  or  would  like 
to  book  a  place  then  please 
contact  Deny  Newton  of 
the  Voluntary  Services 
Team  at  Sense  at  Finsbury 
Park.  We  look  forward  to 
hearing  from  you! 


X 


Yes,  I  am  interested  and  would  like  to  join  the  Sense  Family  Network 
Yes,  I  would  like  to  book  a  place  on  the  Network  Family  Conference 


Name 


Address 


Postcode 
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Events  and  activities 

Below  are  some  of  the  highlights  from  numerous  successful  family 
events  which  will  perhaps  spark  a  few  ideas  for  the  future  -  especially 
because  the  most  common  cry  seems  to  be  -  "More  please!" 


Dave  and  Dougie  at 
Weston  Super  Mare 

Respite  in  Weston 

A  weekend  respite  break 
held  in  Weston  Super  Mare 
was  the  result  of 
discussions  concerning 
future  priorities  for  the 
Woodside  Family  Centre. 
It  was  very  clear  that 
many  families  did  not 
have  access  to  any  suitable 
respite  provision  and  are 
using  services  which  are 
far  from  ideal. 

The  sort  of  respite 
families  wanted  varied 
enormously  and  changed 
over  time,  which  is  only  to 
be  expected,  although  the 
fact  that  families  are  much 
happier  leaving  their  child 
in  the  care  of  someone  they 
know  or  can  build  up  a 
relationship  with  was  a 
constant  theme. 

Sense  realised  they  must 
organise  some  type  of 
respite  provision  for  at 
least  some  of  the  families 
involved  with  Woodside. 
The  result  was  a  weekend 
break  where  two  Sense 
holiday  leaders  would  be 
employed  and  supported 
by  a  team  of  volunteers 
to  look  after  a  number  of 
children.  Seven  families 
were  interested  in  this  idea 
and  were  all  prepared  to 
pay  £40  towards  the  cost. 

A  hotel  was  used  as 


accommodation, 
with  dinner  and 
breakfast  provided. 
Cathy  King  and 
David  Ball  led  the 
proceedings.  A 
minibus  set  off 
from  Woodside 
just  after  lunch 
on  Friday  5th 
September  leaving 
behind  a  few  anxious 
parental  faces.  Highlights 
of  the  weekend  included 
a  stroll  along  the  pier,  an 
hour  spent  in  a  soft  play 
complex,  a  trip  to  Bristol 
zoo,  the  sea  life  centre  and 
of  course  the  obligatory 
walk  on  the  beach  with 
donkey  ride! 

Time  was  also  made  for 
that  all  important  phone 
call  home  to  let  all  the 
families  know  what 
everyone  had  been  up  to 
and  that  all  was  well.  Still 
the  end  of  the  weekend 
saw  an  eager  group  of 
mums  and  dads  grateful 
to  see  a  safe  return. 

All  the  families  seemed 
to  have  enjoyed  the  break 
without  too  much  worry 
and  felt  that  they  would 
like  to  take  part  in  future 
weekends.  It  is  appreciated 
that  such  a  break  is  not 
suitable  for  all  families,  but 
it  proved  very  successful 
for  the  seven  involved  and 
it  is  hoped  that  something 
similar  will  be  organised 
on  a  regular  basis. 

A  family  day  in  Bristol 

Another  priority  identified 
by  those  using  the 
Woodside  Centre  was  the 
opportunity  to  meet  with 
other  families,  to  have  a 
good  time  and  to  share 


information.  So  a  family 
day  was  planned. 

The  Woodside  Centre 
is  of  course  full  of 
information  and  ideas  as 
parents  chat  while  their 
children  are  using  the 
facilities.  However  this 
time  is  often  interrupted. 
So  it  was  important  to 
provide  a  Sense  leisure 
club  -  a  creche  for 
deafblind  people  and  their 
brothers  and  sisters.  As  one 
parent  said  "It  was  nice  to 
be  able  to  concentrate  for 
the  whole  day  on  what 
was  being  said  without 
worrying  when  you  were 
next  going  to  be 
interrupted  by  your  child" 

Workshops  included: 
Toys  and  Equipment', 
'Vision',  'Physiotherapy', 
'Cerebral  Palsy',  'Music 
Therapy',  'Legislation', 
'Using  a  Statement  of 
Special  Education  Needs  - 
the  Charm  Offensive'  and 
'Respite'. 

The  common  cry  at  the 
end  of  the  day  seemed  to 
be:  "Let's  make  sure  we  do 
this  regularly  so  we  keep 
up  the  momentum!" 

Agenda  setting  in 
Birmingham 

About  a  year  ago  you  will 
have  read  in  Newsleaf 
about  a  family  day  that 
was  held  in  Birmingham 
for  families  in  the  area 
who  were  wanting  more 
opportunities  to  meet  with 
each  other. 

It  was  a  very  successful 
day  with  plenty  of  contacts 
made  and  information 
shared.  However  the  story 
doesn't  finish  there.  A 
group  of  families  who 


attended  that  day 
continued  to  meet.  At 
first  they  received  some 
support  in  this,  with  the 
help  of  volunteers  to  look 
after  their  children  and 
with  Sense  staff  facilitating 
the  meetings.  Soon  though, 
the  families  took  over, 
organised  the  meetings 
themselves  and  set  their 
own  agenda. 

They  have  generated 
ideas  for  services  that  they 
would  like  to  see.  Amongst 
these  are  a  Saturday  youth 
club,  a  paid  holiday 
scheme  and  a  toy  library. 
Steve  Alexander,  Joan 
Spriggs,  Krystyna  Ceislik, 
the  local  branch  and  other 
staff  have  been  working 
with  the  families  to  make 


these  ideas  a  reality.  The 
most  recent  and  exciting 
development  is  that  the 
region  and  the  branch  have 
raised  £3,000  between  them 
to  get  the  toy  library  oft  the 
ground. 

It  is  exciting  to  know- 
that  families  are  still 
setting  their  own  agenda 
and  that  Sense  is  able  to 
respond. 
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FAMILY  CONFERENCE 


The  second  European 

Family  Conference  - 

a  father's  personal  perspective 

By  Peter  Holman 


'Parents  from 

all  over 

Europe  were 

able  to  laugh 

and  cry 

together, 

secure  in  the 

knowledge 

that  their 

experiences 

would  be 

understood' 


The  imposing  buildings  of  the  Instituut 
voor  Doven  at  Sint-Michielsgestel  in  the 
Netherlands  provide  education  for  some 
450  deaf  students  and  for  deafblind  children 
and  young  adults.  It  was  here  in  late 
September  that  the  second  European  Family 
Conference  for  parents  of  deafblind  children 
and  young  adults  was  held. 

Sharing  experiences 

Parents  from  all  over  Europe  gathered  for  a 
long  weekend;  to  talk  with  each  other,  to  share 
their  many  experiences  good  and  bad  and  to 
be  able  to  laugh  and  cry  together  in  the  secure 
knowledge  that  their  experiences  would  be 
understood  by  those  around  them.  Whether  it 
was  over  coffee  breaks  or  meals  and  during 
social  events,  parents  talked  about  their 
children,  who  were  of  all  ages  and  abilities, 
and  used  the  many  presentations  over  the 
weekend  as  a  focus  for  their  individual  child's 
progress,  or  lack  of  it. 

As  Jan  Van  Dijk  reminded  delegates  parents 
have  important  roles  -  they  bring  a  unique 
professionalism  in  the  general  education  and 
social  development  of  their  children.  Such 
skills  should  be  tapped. 

The  role  of  fathers 

I  was  particularly  interested  in  the  role  of  the 
father  in  families  with  deafblind  children 
and /or  young  adults.  Was  this  role  any 
different  in  Europe?  How  did  fathers  in  other 
countries  feel  about  being  involved  in  the 
primary  care  of  their  deafblind  son  or 
daughter? 

The  care  of  a  disabled  child  is  immense,  not 
only  in  the  formative  years  but  throughout 
c  hildhood  and  young  adulthood.  As  one 
parent  said,  "it  changes  your  whole  life",  a 
( omment  I'd  heard  many  years  ago  from  an 
English  father. 

Parental  roles  can  change;  maybe  one  has  a 


greater  responsibility  at  particular  times  over 
the  years.  For  instance,  one  parent  may  be 
working  and  feel  left  out,  separated  from  the 
primary  care,  unavailable  at  crucial  periods  of 
development  or  at  important  decision  making 
times. 

A  deafblind  child  can  also  be  dependent  on 
one  parent  for  one  function  and  on  the  other 
for  something  different  -  as  they  structure 
their  own  environment. 

This  is  no  different  for  our  European 
parents,  although  one  father  did  explain  that 
there  was  a  strong  commitment  in  Sweden  to 
promoting  the  father's  role  in  the  family.  This 
was  achieved  by  a  state  insurance  which 
enabled  fathers  to  take  380  days  leave  after 
their  child's  birth  so  they  can  assist  in  early 
development. 

Parents  working  together 

Many  parents  agreed  that  it  was  essential  for 
both  parents  to  be  involved  frequently  but 
recognised  that  this  was  not  always  possible. 
This  could  lead  to  feelings  of  anguish  and 
guilt. 

One  positive  factor  that  emerged  was  the 
knowledge  that  these  feelings  were  not 
unusual  among  parents  throughout  many  of 
the  European  countries  and  that  their  efforts 
to  develop  contacts  with  other  parents, 
principally  through  schools,  created 
opportunities  to  share  these  feelings  and  gain 
emotional  support. 

Sense  has  done  a  great  deal  in  Britain  to 
create  a  number  of  'family'  networks, 
voluntary  branches,  telephone  links  and 
advisory  services,  all  of  which  have  a  role  in 
assisting  the  process  of  coming  to  terms  with 
the  responsibilities  which  a  disabled  child 
places  upon  parents.  Our  European  families 
are  working  hard  towards  this  same  'family' 
character  and  the  European  Family 
Conference  is  certainly  one  way  of  achieving 
that  aim. 
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Branch  News 


Avon 

On  October  11,  the 
Woodside  Centre  held  its 
annual  ball  at  Grittleton 
House  near  Chippenham  - 
a  perfect  setting  for  the 
'haunted  house'  theme. 

The  evening  was 
extremely  successful. 
Various  prizes  were 
auctioned  including  tickets 
to  the  British  Grand  Prix 
next  year,  a  balloon  flight 
and  tickets  for  a  visit  and 
driving  lesson  with 
Porsche  to  name  but  a  few. 
A  raffle  was  also  held, 
again  with  excellent  prizes, 
and  the  evening  raised 
approximately  £5000. 

The  money  will  enable 
Woodside  to  register  as  a 
day  care  provision  with 
social  services.  This  will 
mean  improvements 
costing  more  than  £7,500  so 
if  anyone  has  £2,500  to 
donate  we  will  be  very 
grateful! 

South  Coast  Branch 

Wednesday  1  October  was 
a  red  letter  day  for  the 
branch.  We'd  taken  on  a 
big  commitment  and  put 
our  credibility  on  the  line. 
Could  we  pull  it  off? 
Our  aim  is  to  raise 
deafblind  awareness, 
share  information,  work 
collaboratively  with 
professionals  and  be  a 
social  meeting  place  for 
families.  It  was  with  these 
aims  in  mind  that  a 
seminar  day  was  planned. 
We  had  full  support  from 
the  Region  and  Head 
Office  -  much  needed  as 
we  are  very  definitely 
fledglings  and  this  was  our 


maiden  flight. 

We  held  the  day  at 
Uckfield  Civic  Centre. 
After  a  quick  cuppa  the  sea 
of  participants  filed  into 
the  hall.  Our  Chairman 
welcomed  everyone  and 
Rodney  Clark  set  the  scene 
by  explaining  who  Sense  is 
and  what  it  stands  for.  This 
was  followed  by  an 
extremely  informative 
speech  by  Malcolm 
Matthews  about  the 
deafblind  population  and 
good  practice  for  local 
authorities  and  by  Eileen 
Boothroyd  talking  about 
transitional  planning. 

After  a  lively  lunch 
workshops  were  run  by 
Lindy  Wyman,  Jim  Black, 
Geraldine  Murphy  and 
Lucy  MacKintosh,  all  of  the 
South  East  Region.  To 
round  the  day  off  there 
was  a  short  session  on  the 
branch,  what  it  has 
achieved  and  what  it  hopes 
to  offer. 

It  had  proved  to  be  a 
remarkably  successful  day 
and  many  people  said  that 
it  was  informative  and 
helpful.  They  kept  asking 
"When's  the  next  one?"  - 
Well,  we'll  let  the 
butterflies  settle,  the 
energy  packs  recharge  and 
then  we're  off.... 

Yorkshire 

During  September  we  held 
our  AGM  in  Wakefield 
where  Mrs  Doreen  Holt 
joined  the  Branch 
Committee.  Bob  Snow  and 
Rachel  Jefferson  were  at 
the  meeting  and  able  to 
show  us  the  plans  of  the 


new  house  which  will  open 
in  Leeds  next  year. 

In  1998  the  branch  will 
be  ten  years  old  and  we 
will  be  celebrating  this.  If 
anyone  would  like  to  join 
in  then  please  do  get  in 
touch  with  us. 

On  Monday  13  October, 
HRH  The  Princess  Royal 
officially  opened  509  Leeds 
and  Bradford  Road.  This 
was  a  very  special 
occasion,  the  house  has 
such  a  lovely  'comfy' 
feeling.  Everyone  involved 
with  '509'  has  good  reason 
to  feel  proud. 

Essex  Branch 

We  have  now  been 
established  for  two  and  a 
half  years  here  in  Essex 
and  times  are  changing.  In 
the  early  days  we  put  lots 
of  time  and  energy  in 
reaching  out  to 
individuals,  other 
voluntary  organisations 
and  statutory  bodies.  We 
still  do,  but  since  the 
summer  it  has  been  great 
to  have  people  say  to  us 
"Tell  us  more  about  Sense 
and  the  Essex  Branch!" 

Almost  every  day  we 
establish  a  new  contact  and 
make  new  friends.  The 
most  recent  contact  was 
made  following  an  insert 
in  the  local  newspaper. 

Perhaps  the  most 
rewarding  aspect  of  our 
work  has  been  the 
approaches  which  Social 
Services,  Health  and 
Education  are  making. 
There  has  been  a  multi- 
disciplinary  seminar  on  the 
needs  of  the  deafblind 


child  followed  by  work 
looking  not  only  at  the 
identification  of  older 
people  in  the  local 
authority  residential  care 
with  a  dual  sensory  loss 
but  also  at  the  training 
needs  of  staff  in  deafblind 
awareness. 

Our  members  were  well 
represented  at  Social 
Services  "Users  Meetings" 
held  recently.  These  are 
heady  days  following  years 
when  deafblindness  did 
not  feature  in  the  county's 
plans! 

Lottery  clean  up! 

Both  the  Avon  Branch  and 
the  Usher  UK  Branch  have 
successfully  applied  to  the 
National  Lottery  Charities 
Board. 

The  Usher  UK  group 
received  over  £33,000, 
spread  over  three  years, 
which  they  will  use  to 
provide  communication 
support  at  meetings,  to 
train  more  advocates  for 
Usher  people  in  the  deaf 
community  and  to  set  up 
more  support  groups 
around  the  country. 

The  £14,000  received  by 
the  Avon  group  will  be 
used  to  support  the 
Saturday  Club,  set  up  and 
run  by  two  parents.  The 
money  will  go  towards 
transport  to  and  from  the 
Club,  the  organisation  of 
days  out  and  possibly  a 
weekend  or  two. 

Congratulations  to  these 
two  groups  for  the  huge 
amount  of  work  thev  put 
into  their  applications. 
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Christmas  all  over  the  world 

We  asked  the  members  of  the  Professional  Development 

Programme  to  tell  us  how  deafblind  people  and  their  families 

celebrate  Christmas  in  their  countries.  This  is  what  they  told  us: 


Sister  Justina  Obiajunwa  from  the  Pacelli  School 

for  Blind  and  Partially  Sighted  Children  in  Lagos,  Nigeria: 

"Before  the  children  return  to  their  families  for  the  holiday,  we  celebrate 

Christmas  with  them.  It's  usually  pretty  hot  in  Nigeria  at  this  time,  and  often  local 

musicians  will  invite  the  children  for  a  boat  ride  or  a  picnic.  The  children  have  a 

lot  of  fun  -  playing,  dancing,  story-telling  -  and  then  Father  Christmas  gives  them 

presents  to  take  home.  We  also  usually  have  a  big  party  at  the  school;  we  put  up 

decorations  and  bunting  all  over,  the  school  band  sets  up  their  instruments  and 

the  children  dance  and  enjoy  themselves.  Sometimes  children  visit  us  from  other 

schools,  and  we  have  traditional  masquerades  with  rafia  masks  and  stories." 


Dalia  Tauriene  from  the  Lithuanian  Training  Centre 
for  the  Blind  and  Visually  Impaired,  Vilnius: 

"Christmas  Eve  is  a  very  special  day  in  Lithuania.  It  is  forbidden  to  eat  anything 
until  the  evening,  and  no  meat.  The  evening  meal  always  consists  of  12  dishes  -  after 
the  apostles  -  such  as  herring,  vegetables  and  a  type  of  milk  made  from  poppy  seeds. 
There  is  always  one  empty  plate  at  the  table  to  remember  the  people  who  have  died. 

All  the  family  members,  including  the  deafblind  members  come  together  on  this 
evening.  And  if  there  are  any  rifts  or  arguments  in  the  family  then  these  should  be 
sorted  out  on  this  evening.  People  ask  for  forgiveness,  or  maybe  apologise  so  that  the 
family  can  be  in  peace  together  again.  I  think  this  is  a  very  good  tradition." 


Vimal  Thawani  from  the  Blind  Men's  Association,  in  Ahmebad,  India. 

"There  are  a  number  of  different  religious  festivals  in  India  at  different 

times  of  the  year,  such  as  Diwali  for  Hindus,  and  Christmas  for  Christians. 

But  many  families  and  their  children  will  go  to  all  the  celebrations,  and 

visit  families  from  a  different  religion.  People  meet  up  together,  eat  food 

(especially  Indian  sweets)  set  off  firecrackers  and  maybe  visit  a  place  of 

prayer.  The  deafblind  child  is  very  much  involved  in  all  of  this." 


Don  Waipe  from  the  Mount  Sion  Centre 
for  the  Blind  in  Goroka,  Papua  New  Guinea: 

"We  hold  a  big  party  for  the  children  at  the  centre  with  lots  of  different  foods  and 
drinks.  Sometimes  a  big  helicopter  from  one  of  the  city  companies  flies  over  with  a 
Santa  Claus  onboard,  and  he  hands  out  the  presents  to  the  children.  When  the 
children  break  up  for  the  holidays  many  will  return  to  little  villages.  Old  friends  meet 
up,  we  eat  mou-mou,  a  pig  is  killed,  and  it's  a  chance  for  everyone  to  get  together." 


Meena  Nikam  from  the  Bombay  National  Association  for  the  Blind,  India 

"Many  of  the  deafblind  children  and  their  families  in  Bombay  are  quite 

isolated,  so  we  bring  them  together  at  different  religious  festivals  -  Holi, 

Diwali  and  Christmas.  At  the  Christmas  festival,  one  of  the  teachers  or 

parents  dress  up  as  Santa  Claus  and  the  children  enjoy  the  whole  day. 

The  family  who  are  hosts  prepare  cakes,  drinks,  offer  gifts, 

and  then  we  often  sing  Christmas  carols." 
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In  her 
own  words 

At  94,  Dorothy  Bettany-Hand,  who  has 
been  deaf  since  she  was  7  and  now  has 
only  limited  sight,  shares  with  us  her 
love  of  words.  And  below.  Sense  West 
Regional  Adviser  Philippa  May  explores 
Dorothy's  childhood  in  Edwardian 
England  and  her  love  of  life. 

'One  of  life's  remarkable  ladies,  in  all  senses  of  the  word 
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Dorothy  Bettany-Hand.  . . 

is  someone  you  would  call 
a  truly  indomitable  lady 

Dorothy  isn't  sure  how 
old  she  is  -  her  family 
never  bothered  much  with 
birthdays  and  she  thinks 
her  birth  certificate  was 
burned  in  the  blitz  on 
London  during  the  War. 
We  guess  she  is  about  94, 
which  means  she  has  seen 
a  lot  of  changes  in  her 
lifetime,  born  as  she  was, 
into  an  affluent  family 
during  the  early  years  of 
King  Edward's  reign. 

Dorothy  lived  with  her 
family  in  London  and  she 
had  a  younger  brother, 
who  was  tragically 
drowned  when  he  was 
only  7.  Dorothy  was  a 


delicate  child  and,  at  7, 
unhappily  contracted 
meningitis.  This  left  her 
totally  deaf.  Her  family 
were  not  sure  how  to  cope 
with  this,  so  they  treated 
her  as  a  hearing  child  and 
she  was  forced  to  learn  to 
lip  read  -  fast.  She  was 
taken  to  concerts  and  the 
theatre  and  obviously 
loved  the  atmosphere  and 
spectacle,  while  sadly 
having  no  idea  of  the 
music  or  the  words.  She 
says  she  can  still  'hear' 
music  in  her  head,  in  spite 
of  the  fact  that  it's  almost 
nine  decades  since  she  was 
able  to  hear  it  in  reality 

As  Dorothy  charmingly 
puts  it,  she  never  met  'the 
right  man'  or  'went  out  to 


Dorothy  talking  about  her  life  with  Philippa  May,  using  the 
deafblind  manual  alphabet. 


LIGHT 

B>y  Dorothy  5ettany-Hand 

It  ivas  such  a  brilliant  day 

I  sat  by  the  window  in  a  chair, 

became  engrossed  in  reading, 

I  was  unaware 

The  sky  had  darkened  over 

And  there  was  thunder  in  the  air. 

I  rose  and  drew  the  curtains. 

Went  to  switch  on  the  light...nothing  happened 

And  everything  was  night. 

There  was  no  one  with  me 

And  I  cannot  use  a  phone, 

I  sat  there  in  the  darkness 

In  silence  and  alone. 

And  as  I  sat  there  waiting, 
The  thought  came  home  to  me, 
How  people  take  for  granted 
The  means  by  which  they  see. 

There  is  torch  light,  candle  light,  lamp  light, 

Gas  light,  spot  light  and  electric  light  - 

But  still  another  item, 

Not  added  to  the  list 

You  take  it  quite  for  granted, 

Because  you  have  not  paid  for  this. 

So  can  you  spare  a  moment, 

And  just  say  this: 

'Thank  you,  God,  for  my  eye  light.' 


business'  and  lived  a  fairly 
sheltered,  but  full,  life  with 
both  her  parents  and  then, 
later,  with  her  mother.  They 
moved  first  to  Hampshire  - 
where  Dorothy  rode  horses 
and  bikes,  skated  and 
immersed  herself  in 
literature,  her  dogs  and 
garden  -  and  then  to 
Devon.  Here  the  family 
lived  in  a  delightful  spot 
overlooking  Torbay  The 
death  of  Dorothy's  mother, 
20  years  ago,  left  her  with 
no  living  relatives.  Dorothy 
very  reluctantly  gave  up 
the  house  some  5  years  ago 
when  her  lack  of  sight 
prevented  her  from  tending 
her  beloved  garden. 

Dorothy  is  a  lady  who 
loves  words  and  reading  is 
still  her  great  pleasure  in 
life.  Alas,  reading  isn't  easy 
for  her  now  and  is  only 
possible  with  the  very 


largest  print.  She  is  witty 
and  loves  company,  but  is 
much  saddened  by  the  fact 
that  so  few  people  make 
the  effort  to  communicate 
because  she  needs  to  use 
the  deafblind  manual 
alphabet,  very  much  in 
her  own  visual  field. 
Unfortunately,  few 
understand  her  needs. 
However,  she  always 
carries  a  copy  of  the 
deafblind  manual  alphabet, 
in  the  hope  that  people  will 
try  to  use  it  with  her. 

Through  all  the 
frustrations  -  she  retains 
her  buoyant  spirit,  is 
always  up  for  an  outing, 
loves  to  entertain  and 
generally  keeps  the  world 
around  her  on  its  toes. 

One  of  life's  remarkable 
ladies,  in  all  senses  of  the 
word. 
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Making  a  difference  in  '97 


Davina  Evans, 

Trust  Manager, 

reports  on  trust 

giving  throughout 

the  year 


We  are  immensely  grateful  to  the 
many  trusts  and  foundations  who 
have  continued  to  support  Sense  so 
generously  over  the  last  twelve  months.  A 
special  thanks  goes  to  those  supporters  who, 
for  the  first  time,  have  helped  Sense  - 1  look 
forward  to  keeping  you  in  touch  with  future 
developments! 

Many  of  our  new  projects  simply  wouldn't 
materialise  without  this  generosity,  providing 
over  a  third  of  Sense's  net  voluntary  income. 

Sense's  holidays 

Seventy  trust  donations  contributed  towards 
the  huge  success  of  this  summer's  programme 
of  holidays.  132  holidaymakers  enjoyed 
swimming,  face-painting,  canoeing,  horse- 
riding,  sailing  and  go-karting,  daytrips  to 
pleasure  parks  and  of  course  plenty  of 
chocolate  and  ice  cream.  We  are  particularly 
grateful  to  the  following  trusts  and 
foundations  who  have  helped  make  this 
all  possible: 

The  Barbour  Trust 

The  Herbert  and  Peter  Blagrave 

Charitable  Trust 

The  Charles  Boot  Trust 

The  Dorothy-Hay  Boulton  Charitable  Trust 

The  Cadogan  Charity 

Capital  Radio's  Help  a  London  Child 

The  John  Ellerman  Foundation 

The  Golden  Charitable  Trust 

Personal  Assurance  Charitable  Trust 

The  Garfield  Weston  Foundation 

The  Vision  Charity 

The  T.U.U.T.  Charitable  Trusts 


Facepainting  on  a  Sense  activity  holiday 


Reaching  out  to  families 

The  number  of  children  and  families  Sense  is 
able  to  support  continues  to  grow  from  year 
to  year,  with  an  increasing  number  of  children 
and  parents  receiving  expert  advice,  support 
and  guidance  on  their  very  special  needs. 
The  following  trusts  have  been  instrumental 
in  enabling  the  development  of  Sense's 
outreach  work  over  the  last  twelve  months 
and  our  thanks  go  to  the  trustees  for  their 
continued  support: 

BBC  Children  in  Need  Appeal 

Emerton-Christie  Charity 

The  Albert  Hunt  Trust 

Erich  Markus  Charitable  Foundation 

The  Esmee  Fairburn  Charitable  Trust 

South  Square  Trust 

Elizabeth  and  Prince  Zaiger  Trust 

A  message  from  the  Midlands... 

'In  the  previous  edition  of  Talking  Sense 
I  acknowledged  the  significant  role  local 
trusts  had  played  in  helping  Sense  to  fund 
the  start-up  costs  for  community  homes  in 
Birmingham.  The  1996  Next  Step  appeal  raised 
enough  funds  to  provide  community  homes 
for  twelve  deafblind  people.  Building  work  is 
near  completion  on  two  semi-detached  houses 
in  the  Newtown  area  of  Birmingham  and  the 
residents  should  be  in  their  new  homes  by 
Christmas.  Another  house  has  recently  been 
acquired  in  King's  Heath  through  the  Pockling 
Trusts  which  is  suitable  for  refurbishment.  Our 
thanks  go  to  all  the  trusts  who  have 
contributed  to  the  Homes  for  Life  Appeal' 
Gill  Mercer,  Capital  Fundraiser,  Midlands. 

Without  this  continued  involvement  in  our 
work,  Sense  simply  couldn't  provide  the  range 
of  services  so  desperately  needed.  We  very 
much  hope  that  the  trust  support  we  receive 
each  year  will  continue  to  develop  and  grow 
in  order  for  us  to  increase  our  services  to  those 
families  who  we  are  currently  unable  to  help. 
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Sense  of  Adventure 
Challenge  officially 
launched  nationwide 


James  Gray,  centre,  shows  his  holiday  scrapbook  to  Alison 
Holland,  Sense  Community  Fundraising  Manager  (left)  and 
television  presenter,  Monty  Don  (right),  to  launch  the  Sense  of 
Adventure  Challenge  to  raise  funds  for  Sense  holidays. 


Gold  medallists 
reward  work  of  Sense 

The  Hospital  Savings  Association  (HSA)  Charitable 
Trust  hosted  their  25th  Anniversary  dinner  in 
November  where  a  cheque  for  £15,000  was 
presented  to  Jim  Swindells  by  Olympic  Gold  Medallists 
Matthew  Pinsent  MBE  and  Steven  Redgrave  CBE. 


...This  amazing  opportunity  of  a  lifetime  is  being 
offered  by  Sense  International  as  their  first  fundraising 
event.  The  Nepal  trek  is  open  to  anyone  who  can  raise 
£2,000  sponsorship  in  eight  months  -  for  further 
information  contact  Stefan  Meigh  at  Head  Office 
on  0171  272  7774. 


Integrated  marketing 
campaign  launched  to 
spread  the  message  further 

Sense  launched  its  first  integrated  marketing 
campaign  this  Autumn.  Working  with  its  marketing 
agency,  Target  Direct,  Sense  created  radio  and 
newspaper  advertisements  to  run  alongside  its  Autumn 
donor  mailings. 

The  campaign  featured  the  remarkable  story  of  Stacey 
a  14  year  old  girl  with  Usher  syndrome.  Stacey  was  born 
deaf  and  now  at  the  age  of  14  she  is  losing  her  sight.  The 
positive  campaign  showed  how  with  support  from  Sense, 
Stacey  has  a  passion  for  life,  playing  sport  and  learning 
new  skills,  such  as  scuba-diving  and  French. 

An  integrated  campaign  is  a  new  departure  for  the 
Direct  Marketing  team,  the  first  time  Sense  has  run  radio 
and  newspaper  advertisements.  The  advertisements  used 
a  freephone  telephone  line  for  donations.  The  campaign 
was  timed  to  coincide  with  the  Health  Awareness 
Campaign,  launched  earlier  in  the  Autumn. 


L  ™^h^0£^3^w^.m,  ,8l  aas-jjg 


Lottery  winners! 

Sense's  numbers  have  come  up  recently: 

Sense  Northern  Ireland  is  to  receive  £79,000  from 
the  National  Lotteries  Board!  see  p.  4 

Sense's  Avon  branch  has  received  a  grant  for 
£14,000  over  three  years!  see  p.  33 

Usher  UK  are  to  receive  £33,682  over  three  years! 
see  p.  4 
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Her  Royal  Highness  The  Princess  Royal  meets 
Sense  shop  staff  in  Hailsham  and  Holloway 


Her  Royal  Highness 

The  Princess  Royal 

meets  staff  and 

volunteers  at  the  new 

Hailsham  shop 


One  of  our  first  shops: 
Peterborough,  opened 
in  1987 


Hailsham  turned  out  in  force  in  October 
to  catch  a  glimpse  of  Her  Royal 
Highness  The  Princess  Royal  as  she 
visited  one  of  our  growing  number  of  Sense 
charity  shops.  Waving  flags,  excited  children 
from  the  nearby  school  marked  the  occasion 
by  lining  the  pavement  along  the  route. 

Despite  the  blustery  conditions,  which 
grounded  HRH's  arrival  by  helicopter,  the 
whole  event  went  extremely  well.  Her  Royal 
Highness  was  introduced  to  local  dignitaries 
before  being  shown  around  the  shop  where 
she  met  many  Sense  staff  including  Margaret 
White  (Vice  Chairman),  Adrian  Barker 
(Director  of  Trading),  Linda  Munro  (Shops 
Development  Manager),  the  shop's  staff  and 


the  many  volunteers  without  whom  we 
simply  could  not  trade.  Also  present  were 
members  of  the  local  Sense  branch,  many 
of  them  parents  of  deafblind  children. 

The  success  of  the  visit  to  Hailsham  was 
quickly  repeated  when  Her  Royal  Highness 
visited  the  Sense  charity  shop  in  Holloway, 
located  a  mere  stones  throw  away  from 
Sense's  Head  Office  in  Finsbury  Park.  The 
visit  included  a  tour  of  the  premises  and  a 
time  speaking  to  the  staff  and  volunteers  who 
have  helped  make  the  shops  so  successful. 

A  decade  of  Sense  shops 

Hard  as  it  is  to  believe,  a  whole  decade  has 
passed  since  the  first  year  Sense  shops  opened 
their  doors  to  the  general  public  and  began 
trading.  First  to  open,  in  1986,  was  the  Sense 
shop  at  Petts  Wood,  Kent,  in  a  ceremony 
heralded  by  'buglers'  and  opened  by  Claire 
Rayner.  1987  saw  the  opening  of  the  Sense 
shop  in  Stamford,  followed  by  one  in 
Peterborough  later  in  the  year. 

We  have  all  come  a  long  way  since  then,  yet 
as  we  open  more  shops,  the  excitement  felt  by 
everyone  involved  on  a  shop's  first  day  never 
diminishes.  The  10th  'birthday'  was  marked 
by  quiet  celebrations  and  garden  parties. 
Many  of  the  original  staff  members  and 
volunteers  were  present  for  the  celebrations, 
many  of  whom  still  work  within  the  same 
Sense  shop.  We  would  like  to  take  this 
opportunity  to  say  'Congratulations'  to  all  our 
staff  celebrating  a  long  and  prosperous  career 
with  Sense.  Many  happy  returns  of  the  day! 
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Teaching  Opportunities  Overseas 


exiricJrixicj 


A  VSO  placemen*  offers  a  UnicfUe  £eSf  of  your 
personal  qualifies  and.  professional  skills. 

*£o-a  could,  be  working  in  a  specialise 

university  in  Uganda,  ifelping  t °  run  a  deaf 

,  uni£  in  Namibia.  Teaching  science  t°  deaf 

children  in  Belize  Gary.  Developing  drama 

and  music  t eaciiing  in  Thailand.  Or  feadiing 

ma^Jis  in  Nigeria.  Bur;  wherever  you're  based 

you'll  n°t  only  find  an  experience  th.M  is 

culturally  and  educationally  challenging,  hue 

one  that  is  personally  fulfilling  -  an 

experience  th&t  w-ill  s^and  you  in  very  good 

st ead  on  your  return  t°  ths-  15K. 

We  are  interested  in  Jiearing  frorri  qualified 

t eacliers  of  t lie  deaf  <sith  M  leasf  a  year's 

specialise  or  generalise  feacliing/fraining 

experience. 

VSO  offers  professionals  fiae  opportunity 

to  siiare  elieir  skills  witA  people  in  the- 

developing  world-  But  before  you  apply, 

ask  yourself  th<^  following  <fues£ions.  Could 

you  thrive  for  fwo  years  in  an  unfamiliar 

environment.  °n  a  niodese  income?  Are  you 

flexible  and  Someone  wJio  values  JlUHian 

relationships?  Are  you  free  of  dependants 

and  enfided  t°  unrestricted  entry  t°  th*  UK? 

If  you  can  answer  'yes'  t°  all  fliese  cfuesfions, 

please  wri^e  <juo(ing  reference  TS  t°  our 

.Enquiries  iJnit,  ^h°  ^ill  £>e  happy  t°  send 

you  information  and  answer  any  queries  you 

may  liave.  VSO,  3\~j  Putney  Bridge  Road, 

London  SUlg  2PN.  Tel:  0\t\  78O  7500  {2,4  Jiours). 

Wejbsife:  Ji^p.7/w ww.oneworld.org/vSo/ 


Training  dates  at 
the  Ealing  Family  Centre 

The  following  training  days  are  available: 
8  January  1998  -  Deafblind  awareness  day 
12  January  1998  -  Study  day  for  educational 

psychologists 
23  January  1998  -  Study  day  for  health 

visitors 
29  January  1998  -  Deafblind  awareness  day 
2-10  February  1998  -  Working  with  the 

young  child  with  multi-sensory 

impairments  (health  and  social 

services'  personnel 
6  March  1998  -  Deafblindness  awareness  day 
16  -  24  March  -  working  with  the  young 

child  with  multi-sensory  impairments 

(education  personnel) 
June  (seven  days)  -  Working  with  the  young 

child  with  multi-sensory  impairments. 

For  further  details  please  contact 
David  Brown  on  0181-991  0513 


Health  promotion  in  Finland 

A  seminar  called  'Health  promotion  in  all 
languages'  is  taking  place  in  Helsinki  Finland 
on  18-19  September,  1998.  It  is  being  run  by 
the  Finnish  Centre  for  Health  Promotion  in 
cooperation  with  the  Finnish  Deafblind 
Association,  the  Finnish  Federation  of  the 
Visually  Impaired,  the  Finnish  Association  on 
Mental  Retardation. 

For  further  information  please  contact 
Kaarina  Tamminiemi  tel  +358  9  725  30331  or 
Arja  Puska  tel  +  358  9  725  30338. 


And  finally... 

Brock  House  in  Sense  West  would  like  to  wish 
Samantha  Jordan  "Teamleader  flat  5"  all  the  best 
for  her  baby  due  at  the  beginning  of  February 
1998  and  we  look  forward  to  her  returning  in 
June. 


CJiari(y  number  3137S7. 


Congratulations  to  Brigitte  Meyer,  Sense 
Customer  Care  Supervisor  who  is  marrying  Clive 
Stephenson  in  her  sunny  home  town  of  Durban, 
South  Africa  on  3  January  1998.  Best  wishes  from 
everyone  at  Finsbury  Park. 
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REGIONAL  OFFICES 
AND  CENTRES 

Sense  Cymru 

Shand  House,  20  Newport  Road, 

Cardiff  CF2  1YB 

Tel/Fax  :01222-457641 

Development  Officer:  June  Hoy 

Sense  Northern  Ireland 

Resource  Centre,  Knockbracken 
Health  Care  Park,  Saintfield  Road, 
Belfast  BT8  8BH 
Tel:  01232-833  430 
Fax:  01232-705  688 
Divisional  Services  Manager: 
Meta  McMullin 

Sense  Scotland 

Unit  5/2,  8  Elliot  Place, 

Clvdewav  Centre,  Finnieston, 

Glasgow  G3  8EP 

Tel:  0141-221  7577 

Fax:  0141-204  2797 

National  Director:  Gill  Morbey 

Sense  East 

The  Manor  House,  72  Church 

Street,  Market  Deeping, 

Peterborough  PE6  8AL 

Tel:  01778-344  921 

Fax:01778-380  078 

Regional  Director:  Ges  Roulstone 

Sense  North 

122  Westgate,  Wakefield  WF1  1XP 

Tel:  01924-201  778 

Fax:  01924-366  307 

Head  of  Development:  Bob  Snow 

Sense  South  East 

Ground  Floor,  Hanover  House, 

76  Coombe  Road,  Norbiton, 

Kingston,  Surrey  KT2  7JE 

Tel:  0181-541  1147 

Fax:0181-541  1132 

Regional  Director:  Hilary  Crowhurst 

Sense  West 

4  Church  Road,  Edgbaston, 

Birmingham  B15  3TD 

Tel:  0121-687  1564 

Fax:0121-6871656 

Regional  Director:  Steve  Alexander 

Sense  Trading 

Unit  2,  Murray  Business  Centre, 

Murray  Road,  Orpington, 

Kent  BR5  3RE 

Tel:  01689-827  030 

Head  of  Trading:  Adrian  Barker 

Sense  I inance 

122  Westgate,  Wakefield, 

West  Yorkshire  WF1  1XP 

Tel:  01924-298  000 

Dirrdor  of  I  inanrr:  Derek  I'crnak 


Sense 


The  National  Deafblind 
and  Rubella  Association 

HEAD  OFFICE 

11-13  Clifton  Terrace, 

Finsbury  Park,  London  N4  3RS 

Tel:  0171-272  7774 

Fax:  0171-272  6012 

Chief  Executive:  Rodney  Clark 

FAMILY/EDUCATIONAL 
SUPPORT 

The  Family  Centre 

Sense  South  East 

86  Cleveland  Road,  Ealing, 

London  W13  OHE 

Tel:  0181-991  0513 

Principal:  David  Brown 

The  Birmingham  Family  Centre 

Sense  West-Midlands, 
The  Princess  Royal  Centre 
(see  details  above) 
Head  of  Centre:  Jenny  Fletcher 

The  Family  Resource  Centre 

Sense  Scotland,  15  Newark  Drive, 

Pollokshields,  Glasgow  G41  4QB 

Tel:  0141-424  3222 

Fax:  0141-424  1390 

Principal  Officer:  Linda  Annan 

Woodside  Family  Centre 

Sense  West-South  West, 
Woodside  Road, 
Kingswood  Bristol  BS15  2DG 
Tel/Fax:  0117-967  0008 
Centre  Manager:  Cathie  Godfrey 

Day  Services 

Sense  Scotland,Unit  5, 
Claremont  Centre, 
39  Durham  Street,  Glasgow  G41  IBS 
Tel:  0141-427  9741 

Fax:0141-427  9745 

Head  of  Day  Services:  Paul  Hart 

Sense  East  Educational  Consultancy 

The  Manor  House 
(see  details  above) 

Sense  East  Outreach  Services 
8  West  Parade,  Lincoln  LN1  1JT 

Tel:  01522-576  770 
Fax:01522-576  775 
Contact:  Moira  Barrett 


BRANCH  CONTACTS 

Avon  Parents  Resource 

Derek  and  Mandie  Lewis, 
74  Pendennis  Park, 
Brislington,  Bristol  BS4  4JN 
Tel:  0117-987  7927 

East  Anglia  Branch 

Elizabeth  Royle,  The  Lanterns, 
Church  Lane,  Playford, 
Ipswich  Suffolk  IP6  9DS 
Tel:  01473-622  443 

East  Midlands  Branch 

Tracey  Good,  18  Mount  Pleasant, 
Louth,  Lines  LN11  9DR 
Tel:  01507-608  364 

Essex  Branch 

Daphne  Race,  5  Glebe  Cresent, 
Broomfield,  Chelmsford  CM1  7BH 
Tel:  01245-440  414 

Kent  Branch 

Sue  Turner,  Spring  Grove, 
Goudhurst  Road,  Marden, 
Tonbridge,  Kent  TNI  2  9NW 
Tel:  01203-616  962 

Midlands  Branch 

Margaret  Beattie,  82  Hinckley  Road, 
Walsgrave,  Coventry  CV2  2EU 
Tel:  01622-831  345 

Norfolk  Branch 

Anne  Fitzpatrick,  38  Pelham  Road, 
Norwich,  Norfolk  NR3  3NG 
Tel:  01603-484  111 

Northern  Ireland  Branch 

Muriel  Matters,  11  The  Coaches, 
Brown  Brae,  Croft  Road, 
Holy  wood  BT18  OLE 
Tel:  01232-421  475 

North  West  Branch 

Brenda  Carter,  3  The  Briars, 
Eccleston,  Chorley,  Lanes  P27  5UB 
Tel:  01257-451  920 

Nottingham  Branch 

Alison  Armes,  The  Willows, 
142  Main  Road,  Watnell, 
Notts  NG16  1HA 
Tel:  0115-945  8118 

Sense  Cymru  Branch 

Hazel  Benjamin,  8  Forest  View, 
Cimla,  Neath,  West  Glamorgan 
SA11  3RS 
Tel:  01323-847  612 

South  Coast  Branch 

Jackie  Turner,  59  Old  Orchard  Place, 
Hailsham,  East  Sussex  BN27  3JA 
Tel:  01639-637  115 

South  West  Branch 

Mary  Holman,  15a  Powderham  Road, 
Newton  Abbot,  Devon  TQ12  1EV 
Tel:  01626-69278 

Yorkshire  Branch 

Pat  Machin,  10  May  field  Avenue, 
Bailiffe  Bridge,  Brighouse 
West  Yorkshire  HD6  4EF 
Tel:  01484-718  226 
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Welcome  to  the  new  Talking  Sense! 

We  have  been  planning  to  give  the  magazine  a 
facelift  for  some  time  -  to  give  it  a  more  modern 
look,  and  make  it  easier  to  read.  And  we  are  also 
delighted  to  offer  an  improved  range  of  formats 
for  our  sensory  impaired  readers  -  braille,  large 
print,  tape  and  disc.  Details  on  page  40. 

But  while  we  have  exciting  plans  for  the  future, 
we  are  also  very  aware  of  where  we  have  come 
from.  As  Gini  Cloke's  article  shows,  Talking  Sense 
has  always  been  at  the  heart  of  what  Sense  does. 
When  Peggy  Freeman  first  put  pen  to  paper  in 
April  1955,  just  ten  families  were  in  contact  with 
one  another.  Thankfully,  awareness  and  services 
have  grown  a  great  deal  since  then,  but  there  is 
still  a  long  way  to  go. 

Families  still  face  enormous  challenges.  Quite 
apart  from  the  emotional  upheavals  and 
adjustments  that  they  have  to  cope  with,  many  face 
an  exhausting  struggle  to  get  the  right  services  and 
support.  Whether  it  is  being  offered  information, 
finding  appropriate  education  and  respite,  or 
making  plans  for  the  future,  many  families  do  not 
get  the  backing  they  deserve. 

I  hope  that  this  issue  will  help  to  highlight 
these  challenges,  and  to  offer  some  ideas  about 
how  they  can  be  met.  If  you  have  any  comments  or 
ideas  about  this,  or  any  other  topic,  I  will  be 
delighted  to  hear  from  you. 
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Colin  Anderson 

Senior  Communications  Officer 
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Our  next  issue 

In  our  next  issue  of  Talking  Sense 
we  will  be  asking  the  question: 
Is  Community  Care  working? 
Please  send  your  news,  views  and 
articles  to  Colin  Anderson  in  the 
Communications  Department  at 
Finsbury  Park  by  Friday  1  May. 
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Hands  off 
our  benefits! 


Deafblind  people,  families  and  supporters  write  to  MPs  to 
protest  at  threatened  cuts  to  disability  benefits 

As  ministers  tour  the  country,  arguing  the  need  for  tough 
choices  on  social  security  spending,  deafblind  people,  their 
families  and  supporters  have  been  writing  to  their  MPs  in 
droves  to  protest  at  the  threat  of  cuts  to  disability  benefits. 

These  letters  speak  of  anger  and  betrayal  at  the  prospect  of 
drastic  cuts,  from  a  Government  that  says  it  is  committed  to 
combatting  poverty  and  social  exclusion.  Deafblind  people  and 
their  families  also  feel  they  should  be  consulted  on  key 
decisions  which  affect  their  lives. 

Caroline  Ellis,  Parliamentary  and  Public  Policy  Officer 
says:  "There  is  a  shocking  lack  of  awareness  among  many 
politicians  of  the  importance  of  benefits  for  keeping  families 
together,  enabling  people  to  remain  independent  or  even  just 
cope  with  daily  life.  That  is  why  your  letters  are  so  important. 
Getting  MPs  to  put  themselves  in  your  shoes  and  lobby  the 
Government  on  your  behalf  is  the  critical  factor  in  this 
campaign". 

Sense  is  joining  with  Scope,  RNIB,  and  the  British  Council 
of  Organisations  for  Deaf  People,  Mencap  and  others  in  the 
Disability  Benefits  Consortium  to  present  a  united  front 
against  cuts,  including  taking  part  in  a  Lobby  of  Parliament 
on  10  March. 

Anyone  who  has  not  yet  done  so  is  advised  to  write  to 
their  MP  now.  It  could  save  you  thousands  of  pounds  and 
years  of  grief! 


Sense  warns  against 
rubella  complacency 

Following  recent  concerns  about  the  safety  of  the  Measles, 
Mumps  and  Rubella  (MMR)  vaccine,  Sense  has  fully 
supported  the  need  for  further  research,  but  urged 
continued  vigilance  over  rubella. 

Numerous  stories  have  appeared  in  the  media  in  recent 
months  about  the  possible  side-effects  of  the  MMR  vaccine. 
Some  parents  believe  that  their  children  have  developed  illnesses 
such  as  asthma,  Crohns  Disease  and  autism  after  being 
immunised,  and  groups  such  as  What  Doctors  Don't  Tell  You,  and 
JABS  have  urged  the  Government  to  carry  out  further  research. 

Sense  has  fully  supported  the  need  for  further  research,  and 
the  right  of  parents  to  be  fully  informed  about  the  vaccination 
before  making  a  choice.  But  it  has  also  emphasised  that  the 
rubella  vaccine,  which  has  an  excellent  safety  record,  has  been 
highly  successful  in  reducing  the  incidence  of  rubella  in 
pregnant  women,  and  its  consequent  devastating  effects  on 
unborn  children.  Between  1971  and  1975,  at  least  360  children 
were  born  with  severe  disabilities  from  Congenital  Rubella 
Syndrome  (CRS).  Many  were  born  deaf  and  blind,  often  with 
additional  heart,  brain  and 
physical  impairments.  Between 
1990  and  1995,  fewer  than  25 
babies  were  born  with  CRS, 
entirely  owing  to  the  introduction 
of  the  MMR  programme. 

Sense  urges  parents  who  are 
concerned  about  the 
MMR  vaccine  to  contact  the 
Institute  of  Child  Health  on 
0171-242  9789. 


Sense  fully 
supports  parents' 
right  to  be  fully 


informed 


Don't  label  us... 
just  include  us! 

A  new  report  by  The  Children's  Society,  shows  that  many 
children  with  disabilities  are  missing  out  on  activities 
that  others  take  for  granted. 

The  report  -  A  Special  Need  For  Inclusion  -  shows  that 
many  children  with  disabilities  are  being  cut  off  from  their 
communities  and  peers  by  services  which  fail  to  integrate 
them  in  mainstream  activities  -  seeing  them  as  'disabled' 
first,  rather  than  as  part  of  a  family  and  a  community. 

The  children  interviewed  felt  frustrated  by  the  low 
expectations  that  adults  have  of  them  and  also  revealed  the 
extent  of  their  ambitions,  which  challenge  accepted  views  of 
disability.  Among  recommendations  made  by  the  report  are  that: 
services  for  children  with  disabilities  should  be  flexible  and 
recognise  that  disabled  children  are  often  part  of  young  families; 
leisure  activities  should  be  integrated  so  that  'disabled'  children 
can  also  enjoy  them;  and  that  the  local  environment  is  planned 
to  offer  equal  access  to  services  and  facilities. 
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Sense  launches 
partnership  with 
Coventry  Society 

Sense  West  has  secured  new  facilities  for  people  with 
sensory  impairments  in  Coventry  through  a  partnership 
with  the  Coventry  Society  for  the  Blind. 

Sense  West  first  became  involved  with  the  Society  last 
summer,  when  an  offer  of  help  developed  into  a  partnership, 
with  Sense  managing  the  Society  and  services  since  the 
autumn.  The  union  was  officially  marked  with  an  Open  Day  in 
December,  when  the  Lord  Mayor  of  Coventry  opened  the  newly- 
refurbished  Day  Centre. 

The  Society's  Resource  Centre  is  a  purpose-built  facility 
accommodating  a  range  of  services.  Acting  Manager  Tony  Kirk 
from  Sense  West  has  developed  the  equipment  to  include  aids 
for  both  hearing  and  visual  impairment  -  a  ground-breaking 
'one  stop  shop'  where  people  can  try  out  and  order  equipment 
from  the  RNID  and  RNIB.  A  fully-equipped  transcription 
sen  ice  produces  documents  in  large  print,  braille  and  audio 


98  year  old 

Florence  Gill  cuts 

the  ribbon  to 

declare  the 

Coventry 

Resource  Centre 

reopened 


tape,  and  a  training  kitchen  is  available  to  help  sensory 
impaired  people  to  learn  new  skills  and  maintain  their 
independence.  Sense  has  also  started  a  toy  library  for  sensory 
impaired  children. 

The  next  development  will  be  the  refurbishment  of  the 
Society's  disused  residential  home,  to  provide  a  home  for  14 
older  people  with  an  acquired  dual  sensory  loss. 

National  Director  of  Operations  Steve  Alexander  said:  "We 
are  very  excited  about  the  partnership.  It  gives  Sense  the 
opportunity  to  develop  services  for  dual  sensory  impaired 
people  in  Coventry,  and  particularly  to  make  our  commitment 
to  people  with  an  acquired  dual  sensory  loss  a  reality". 


Successful  Communicator- 
Guide  Scheme  cut  back 

Westminster  Council's  Communicator-Guide  Scheme  has 
fallen  victim  to  cuts  that  will  leave  older  deafblind  people 
vulnerable. 

The  Communicator-Guide  Scheme,  funded  by  Westminster 
Council  and  managed  by  Sense,  has  been  operating  since 
February  1995.  Communicator-Guides  provide  vital  support  for 
older  deafblind  people  -  at  home  and  with  everyday  tasks,  such 
as  shopping  or  reading  the  mail.  Up  to  December  1997  the 
project  employed  two  Communicator-Guides  and  delivered  up 
to  60  hours  of  service  per  week  to  1 5  dual  sensory  impaired 
service  users. 

Now,  tough  financial  challenges  faced  by  Westminster 
Social  Services  have  meant  that  a  project  of  this  size  can  no 
longer  be  sustained.  From  1  January  1998  the  service  has  been 
reduced  to  30  hours  per  week  and  withdrawn  altogether  from 
service  users  in  residential  homes.  Only  nine  service  users 
benefit  from  this  scheme  now,  and  one  of  the  Communicator- 
Guides  has  been  made  redundant. 

Westminster  Council  has  asked  Sense  to  develop  training 
proposals  for  staff  to  compensate  for  this  reduction  in  service. 
However,  this  is  a  significant  reduction  in  a  much-needed 
service,  and  there  is  no  doubt  that  some  older  deafblind  people 
will  seriously  miss  their  usual  visits,  while  others  will  never 
experience  its  benefits.  Older  deafblind  people  in  Westminster 
may  decide  to  mount  a  legal  challenge  against  the  reduction  of 
the  service. 


Deafblind  pensioners 
dine  in  style 

Ethel  Fisher  (pictured  above)  was  one  often  deafblind 
pensioners  from  Westminster,  and  Kensington  and  Chelsea 
boroughs,  who  enjoyed  a  sumptuous  Christmas  lunch  at  the 
People's  Palace  at  London's  South  Bank  on  16  December - 
thanks  to  the  sterling  support  of  their  'Communicator- 
Guides'  and  staff  from  Sense  South  East. 
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Deafblind  students 
take  to  the  skies 


Two  deafblind  students  visited  RAF  Coningsby  bringing 
much-needed  funds  to  Sense  for  sensory  equipment 

In  October,  two  deafblind  people,  Tony  and  Chris,  visited 
RAF  Coningsby  in  Lincolnshire. 

Three  members  of  Number  5  Squadron  were  there  to  meet 
them.  Tony  and  Chris  are  fascinated  by  everything  mechanical 
and  they  had  sufficient  vision  to  enjoy  watching  the  planes. 
They  were  given  a  detailed  tour  of  one  of  the  Tornado  S3  fighter 
planes  and  Chris  was  mobile  enough  to  sit  in  the  cockpit.  It  was 
a  very  proud  moment  for  him  as  he  sat  in  the  pilot's  seat. 

The  squadron  presented  Sense  with  a  giant  cheque  for  the 
£240  they  had  raised  for  local  Sense  outreach  services. 
Students  and  staff  posed  in  front  of  the  aircraft  so  that  the 
Squadron's  photographer  could  take  pictures. 


Walking  further  around  the  base,  Tony,  who  has  strong 
startle  reflex,  was  unfazed  by  the  noise  from  the  aircraft.  And 
standing  at  the  edge  of  the  runway,  they  saw  several  planes 
return  from  an  exercise  in 
Wales  and  the  Wing 
Commander  stopped  his  plane 
close  enough  for  Chris  to  take 
his  own  photographs. 

The  money  will  be  used  for 
sensory  equipment  for  Sense 
East  Outreach's  lending  library. 
A  big  thank  you  to  Squadron  5. 


It  was  a  very 
proud  moment  for 


Chris  as  he  sat  in 


the  pilot's  seat 


Lights,  camera. ..cook 


Gemma  Blackie,  Sense's  Voluntary  Services  Officer, 
responsible  for  co-ordinating  the  Holidays  programme, 
describes  her  15  minutes  of  fame  on  Can't  Cook,  Won't  Cook. 


In  January,  Sense  was  asked  to  participate  in  the  BBC's 
Make  Yourself  Useful  Week,  a  week  of  daytime  programming 
about  volunteering  and  charities.  So,  I  travelled  to  the  Pebble 
Mill  studios  in  Birmingham  with  Holidays  programme 
volunteer  Neil  Carter  -  a.k.a.  Sparrow  -  to  pre-record  Can  't 
Cook,  Won 't  Cook:  a  contest  between  two  bad  cooks  who  try  to 
follow  a  chef.. .and  create  an  edible  dish  in  the  process! 

Once  there,  we  met  the  opposition  -  another  charity  team  - 
and  psyched  them  out  with  horror  stories  of  cooking  disasters! 
Having  been  through  make-up,  I  felt  prepared,  but  how  wrong  I 
was!  Fortunately,  Kevin  Woodford  the  celebrity  chef  presenter, 
was  wonderful  and  put  us  at  ease.  I  was  the  one  tasting  the  dish 
so,  while  Sparrow  tried  to  follow  Kevin's  instructions,  I  hid 
behind  a  giant  tomato  that  was  part  of  the  set! 

The  filming  flew  by  and  all  in  all,  it  was  a  terrific  day. 
Sparrow  truly  came  through  for  us:  we  won  a  blender  for  the 
Holidays  programme.  The  crew  was  very  supportive  -  giving 
Sense  as  big  a  plug  as  they  could! 


Beroz  Vacha  wins 
international  recognition 

Beroz  Vacha,  the  Director  of  the  Helen  Keller  Institute  for 
the  Deaf  and  Deafblind  in  Mumbai,  India,  has  won  the 
prestigious  President's  Award  for  her  services  to  deafblind 
children.  This  award  is  made  each  year  on  International 
Day  for  Disabled  People  to  someone  who  has  made  a 
substantial  contribution  in  the  field  of  disability. 

After  starting  her  career  as  a  teacher  of  the  deaf  in  1965, 


Beroz  describes  meeting  a  young  deaf  girl  who  had  become 
blind:  "Being  with  this  girl  who  was  so  intelligent  and  trapped 
by  this  severest  of  handicaps,  and  yet  undaunted  in  spirit  - 
changed  the  entire  course  of  my  life". 

Beroz's  career  spans  over  30  years  -  starting  as  a  trainee 
teacher,  becoming  a  teacher,  helping  to  set  up  the  pioneering 
Helen  Keller  Institute,  and  then  becoming  its  Director  in  1987. 
Her  work  has  been  inspiring,  but  she  is  the  first  to  acknowledge 
the  contribution  of  parents,  colleagues  and  friends:  "It  is  a  whole 
flock  of  swallows  flying  together  that  makes  the  summer". 
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A  Sense  of 
Achievement 


Deafblind  Students  at  Sense  Scotland  team  up  with 
students  at  Glasgow  School  of  Art  to  launch  the  Helen 
Keller  Award  1998. 

During  the  autumn  of  1933,  Dr.  Helen  Keller  -  probably  the 
most  famous  deafblind  person  ever  -  visited  Scotland  with  her 
lifelong  friend  and  teacher,  Anne  Sullivan.  During  the  tour  Dr. 
Keller  started  a  fund  for  deafblind  people  in  Scotland. 

In  1989  Sense  Scotland  became  the  trustees  of  the  award 
and  launched  the  Sense  Scotland  Helen  Keller  Award.  The  first 
award  was  made  in  1992,  with  over  60  entries.  The  second 
award  in  1995  attracted  a  similar  response  and  the  entries  were 
exhibited  in  Kelvingrove  Museum  and  Art  Gallery,  Glasgow. 

This  year  Sense  is  delighted  that  Glasgow  School  of  Art  has 
agreed  to  be  the  venue  for  the  awards  ceremony.  The  ceremony 
will  take  place  during  the  first  week  of  November  and  it  is  hoped 
that  all  entries  will  also  be  displayed  at  the  School  of  Art.  To  help 
launch  the  Award,  deafblind  students  from  Sense  Scotland  have 
produced  paintings  as  part  of  a  self-image  project;  while  students 
at  Glasgow  School  of  Art  have  produced  sculptures  for  a  project 
exploring  a  multi-sensory  approach  to  art. 

The  Sense  Scotland  Helen  Keller  Award  is  given  to  the 
author  of  the  best  submission  on  the  subject  of  deafblindness. 
The  theme  is  open-ended  and  entries  can  be  accepted  in  any 
medium,  including  print,  braille,  audiotape,  videotape, 
photography,  painting,  sculpture,  music  or  dance.  Entries  are 
welcome  from  anyone,  especially  from  people  with  a  dual 
sensory  impairment.  The  winner  of  the  Award  will  receive  a 
trophy,  plus  £250.  Two  further  awards  of  certificates  and  £50 
each  are  made  to  runners-up.  Commendations  may  be  made  at 
the  discretion  of  the  judges. 
For  more  details  and  an  entry  form  contact: 
Sense  Scotland,  5/2,  8  Elliot  Place,  Glasgow  G3  8EP 
Tel:  0141  221  7577  (voice);  0141  204  2778  (textphone) 


Barbara  Duff 

New  Head  of 
Corporate  Development 

Sense's  new  Head  of  Corporate  Development,  Barbara  Duff, 
has  started  to  tackle  her  new  role.  This  is  a  new  post  which  has 
been  created  to  ensure  that  our  traditional  values  and  links  are 
maintained  as  Sense  grows. 

Barbara  has  just  completed  an  MBA  at  Cranfield  School  of 
Management,  where  she  specialised  in  the  ways  that  a  business 
approach  can  be  adapted  to  serve  voluntary  sector 
organisations.  Before  that,  she  worked  in  human  resources  in 
the  oil  industry  in  the  Middle  East.  That  might  sound  like  a  big 
change!  However,  a  lot  of  her  work  involved  establishing  and 
maintaining  clear  channels  of  communication  between  different 
interest  groups  and  nationalities,  and  Barbara  feels  that  this 
experience  has  prepared  her  well  for  her  new  role  in  Sense. 


New  textphone  helpline  for  deaf  people 

The  British  Deaf  Association  has  set  up  a  new 

confidential  and  independent  helpline  for  deaf 

people,  offering  advice  and  information.  Up  and 

running  since  the  autumn,  it  provides  advice  and 

support  about  discrimination,  employment, 

education,  training,  welfare  rights  and  other 

issues  that  affect  deaf  people. 

The  textphone  number  is  01270  501  300 


An  Inspector  Calls 

The  Further  Education  Funding  Council  (FEFC),  which  part- 
funds  four  Sense  hast  students,  carried  out  a  rigorous 
inspection  in  October  1 997. 

The  I  IK   Inspection  Team  were  very  experienced  and 
impressed  Sense  Bast  staff  with  their  ability  to  find  out  exactly 
the  information  they  required.  Prior  to  the  inspection  paperwork 
on  curricula,  timetables,  staff  qualifications,  policies  and 
philovjphies  were  forwarded  to  them.  Their  inspection  methods 
included  observation  of  teaching  sessions,  interviews  with  staff, 
;.  group  home  and  the  workshops,  reviewing  files,  logs, 
assessments,  and  records.  'I  he  24-hour  curriculum  and  the  wider 
environment  of  the  four  students  also  came  under  scrutiny. 


After  8  gruelling  hours,  the  inspectors  gave  their  initial 
feedback  outlining  the  strengths  and  weaknesses  they  had 
identified,  and  staff  were  relieved  to  hear  that  the  strengths 
clearly  outweighed  the  weaknesses!  Areas  of  strength  included 
the  excellent  quality  of  teaching,  the  high  level  of  student 
engagement  and  the  enthusiasm  and  dedication  of  the  staff.  An 
action  plan  will  be  put  together  to  address  the  few  areas 
requiring  attention.  Sense  East  now  awaits  the  final  report  and 
confirmation  of  the  grading. 
Janet  McNeill, 
Assistant  Regional  Director 
(Education  &  Day  Services),  Sense  East 
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Parents  educate 
the  Government 


The  Government's  Green  Paper,  Excellence  for  all  children  - 
Meeting  Special  Educational  Needs,  will  have  tremendous 
implications  for  the  education  of  deafblind  and  multi-sensory 
impaired  children  -  which  is  why  the  views  of  parents  are  so 
important. 

On  a  frosty  morning  in  early  December  1997,  20  Sense 
families  from  across  the  country  gathered  at  The  Family  Centre 
in  Ealing  to  meet  officials  from  the  SEN  division  of  the 
Department  of  Education.  For  two  hours  the  parents  discussed 
the  finer  points  of  the  Green  Paper  highlighting  their  concerns 
and  fears,  and  offering  ideas  on  how  the  Government  could  best 
implement  changes  for  the  benefit  of  deafblind  and  multi- 
sensory-impaired  (msi)  children. 

In  a  very  positive  meeting,  four  main  themes  emerged: 
partnerships;  inclusion;  specialism  and  getting  the 
statement  right. 

Partnerships:  The  importance  of  educating  the  whole  child 
was  emphasised  many  times,  as  well  as  the  need  for  education 
to  incorporate  medical,  developmental  and  social  needs.  This 
means  that  effective  partnerships  between  therapists,  medical 
and  educational  professionals  working  with  families  are  vital. 
Regionalisation  including  multi-agency  and  regional 
partnerships  was  also  discussed.  The  GEST  programme  was 
cited  as  a  successful  example  of  regionalisation,  and  one  which 
brought  major  benefits  to  some  children  -  in  the  areas  that 
participated. 

Inclusion:  Many  parents  felt  apprehensive  about  the  Green 
Paper's  emphasis  on  inclusive  education.  They  described 
examples  where  inclusive  education  has  not  worked,  and  has 
led  to  exclusion  or  isolation  for  the  deafblind/msi  child.  The 
families  asked  that  it  be  recognised  that  deafblind/msi  children 
require  a  higher  level  of  support  than  many  other  children  with 
special  education  needs,  and  that  inclusive  education  is  not 
always  appropriate. 

Specialism:  Parents  emphasised  the  importance  of 
deafblind/msi  children  receiving  quality,  specialist  education.  In 
fact,  they  argued  for  more  specialism,  with  on-going  training 
for  teachers  so  that  they  have  a  greater  understanding  of  a 
range  of  issues  -  such  as  a  child's  medical  needs.  Specialist 
education  needs  a  clear  and  workable  structure  to  be  effective. 

Statements  and  'paperwork':  The  importance  of 
specialist  assessments  by  skilled  professionals  cannot  be 
understated.  Far  from  viewing  this  procedure  as  wasteful 
bureaucracy,  the  parents  agreed  that  a  well-written,  detailed 


statement  with  ongoing  recording  of  progress  and  review  was 
essential  in  ensuring  that  the  identified  needs  of  a  deafblind/msi 
child  are  continuously  reviewed,  addressed  and  met. 

Consultation  across  the  nation 

As  well  as  the  Parents'  Day,  families,  professionals  associated 
with  Sense,  and  all  the  Sense  regions,  were  invited  to  contribute 
their  views  on  the  Green  Paper.  After  a  positive  response,  the 
Education  team  drafted  a  written  response  and  circulated  it  to 
those  who  had  contributed.  Just  after  New  Year,  the  last 
amendments  were  made  and  the  final  version  was  dispatched  to 
the  DfEE  a  day  before  the  deadline  date! 

We  are  now  awaiting  the  outcome  of  the  consultation,  and 
will,  of  course,  keep  you  informed  of  any  Government 
announcements,  and  the  implications  that  proposed  plans  may 
have  for  the  education  of  deafblind  and  multi-sensory-impaired 
children.The  DfEE  received  over  3,000  responses  to  the  Green 
Paper  and  we  hope  that  in  addition  to  the  useful  points  made  at 
the  parents  meeting,  our  own  written  response  will  be  seriously 
considered. 

The  Education  team  would  like  to  take  this  opportunity  to 
thank  everyone  who  gave  us  advice,  suggestions  and  support 
throughout  our  own  formal  consultation.  We  would  particularly 
like  to  thank  those  parents  who  joined  us  at  the  Family  Centre, 
and  David  Brown  and  his  colleagues  for  their  generous 
hospitality. 

If  you  would  like  to  receive  a  copy  of  Sense's  response  to 
the  Green  Paper  then  please  contact  Linda  Hackett  at  Sense 
Head  Office  telephone:  0171  272  7774.  minicom:  0171  272 
9648,  or  fax  us  on  0 1 7 1  272  6012. 

Jacqueline  Calyer 
Assistant  Education  Officer 
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CAMPAIGN 
NEWS 


i 


Reforming  the  Welfare  State  - 

victims  or  victors? 


Sense 

Public  and 

Parliamentary 

Officer 

Caroline  Ellis 

asks:  what  is 

going  on!? 


Disabled  people  should  become  'victors  over 
adversity'  rather  than  'victims  dependent  on 
benefits'  according  to  blind  Secretary  of  State  for 
Education,  David  Blunkett.  Meanwhile,  Whitehall 
has  been  furiously  briefing  the  media  on  the 
growth  in  expenditure  on  social  security,  and 
allegations  of  Disability  Living  Allowance 
'overpayment'  on  a  massive  scale. 

What  is  going  on?  The  Government  plans 
radical  reform  to  the  Welfare  State,  starting  with 
drastic  cuts  in  spending  on  key  benefits  for 
deafblind  and  other  disabled  people.  Disability 
Living  Allowance  (DLA),  Attendance  Allowance 
(AA)  and  Incapacity  Benefit  are  among  the  key 
targets.  Portraying  recipients  of  these  benefits  as 
victims  or  cheats  who  are  draining  much-needed 
money  which  could  be  invested  in  health  or 
education  are  tactics  to  undermine  public  support 
for  maintaining  current  benefits  for  disabled  people. 

What  does  Sense  have  to  say 

about  all  this? 

Stop  victimising  deafblind  and 
other  disabled  people 

Benefits  such  as  DLA,  AA  and  Incapacity  Benefit 
are  basic  entitlements  -  no  one  should  feel  any 
shame  in  claiming  them.  The  first  two  help  offset 
the  extra  costs  of  disability  and,  in  a  small  way, 
help  create  greater  equality  between  deafblind  and 
hearing-sighted  people.  Incapacity  Benefit 
compensates  people  who  are  unable  to  work 
through  disability  for  loss  of  earnings. 

We  are  not  spending  enough 
on  disability  benefits 

Expenditure  is  increasing  because  more  people  are 
claiming  DLA  and  other  disability  benefits  following 
awareness  campaigns  by  the  previous  Government, 
local  authorities  and  voluntary  organisations.  Poverty 
has  risen  at  the  same  time  because  these  benefits  are 
still  not  paid  at  an  adequate  level  Britain  is  in  the 
bottom  quarter  of  the  21  OECD  member  state  league 
table  in  the  proportion  of  GDP  spent  on  social 
security,  health  and  education. 

Too  many  people  are  denied  what 
they  are  entitled  to 


The  Government  has  claimed  that  between  £500 
million  -  £1  billion  a  year  in  disability  benefits 
go  to  'people  who  do  not  fully  deserve  them'.  Yet 
there  is  no  evidence  of  overpayment  on  this  scale 
(let  alone  any  fraud)  and  the  Government  has  had 
its  knuckles  rapped  for  issuing  misleading 
statistics.  In  truth,  deafblind  and  other  disabled 
people  are  having  a  terrible  time  getting,  or 
holding  on  to,  the  benefit  they  are  entitled  to  - 
while  many  older  disabled  people  are  still  not 
claiming  the  benefits  they  are  entitled  to. 

Deafblind  people  are  losing 
benefits  now 

Deafblindness  is  still  not  recognised  as  a  distinct 
disability  in  its  own  right  within  the  benefits 
system,  and  the  specific  mobility  and 
communication  problems  associated  with  dual 
sensory  impairment  are  simply  not  understood. 
Deafblind  people  should  receive  the  higher  rate  of 
the  mobility  component  of  DLA,  but  many  are 
losing  it.  Sense  is  fighting  this  (see  Mobility  Crisis). 

We  have  also  demanded  that  the  'Benefits 
Integrity  Project'  (  a  massive  checking  exercise  of 
around  400,000  disabled  people  on  the  higher 
rates  of  DLA,  known  as  'BIP')  be  suspended. 
There  is  growing  evidence  that  many  thousands  of 
disabled  people  are  having  their  benefits  reduced 
-  and  in  some  cases  totally  removed  -  unjustly. 
For  example,  a  woman  who  is  deaf  and  tetraplegic 
and  who  should  have  been  exempt  from  the 
Benefit  Integrity  Project  had  her  benefit  cut  by 
£16  a  week.  This  followed  a  half  hour  interview 
with  someone  from  the  Benefits  Agency  last  year 
who  brought  a  translator  with  them  who  was  not 
used  to  the  woman's  one-handed  signing.  The 
woman's  advisors  believe  they  will  win  the 
benefit  back  for  her,  but  in  the  meantime,  she  is 
wondering  how  on  earth  she  will  manage. 
Deafblind  people  are  supposedly  exempt  from 
BIP  too  -  but  some  people  have  been  contacted 
and  we  are  concerned. 

Sense  is  also  tackling  the  Government 
on  its  claims  that  work  is  the  best 
form  of  welfare 

Getting  people  back  to  work  will  only  ever  be  a 
small  part  of  the  solution.  Over  65  per  cent  of 
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deafblind  people  are  over  65  so  it  is  irrelevant  to 
them.  Every  deafblind  person  who  wants  to  work 
should  have  the  right  to  whatever  support  they 
need  to  achieve  that.  But  for  some,  we  need  a 
different  definition  of  'work'  that  recognises  other 
ways  of  contributing  through  sheltered  work  or 
voluntary  work. 

This  is  also  important  for  the  parents  of 
deafblind  children  whose  contribution  to  society 
is  invisible  and  undervalued.  The  state  should 
bend  over  backwards  to  enable  a  parent  who 
wants  to  work  to  do  so,  but  it  should  also 
acknowledge  and  reward  the  role  of  parents 
whose  work  is  caring  for  their  child. 

What  now?  -  Sense  on  the  offensive 

Deafblind  people  are  losing  benefit  now  and  face 
cuts  in  the  future.  Sense  is  campaigning  hard 
against  this.  At  the  same  time,  there  is  a  crying 
need  for  reform.  Sense  must  ensure  that  this 
reform  empowers,  and  enhances  the  opportunities 
of  deafblind  people,  their  families  and  carers. 

The  Green  Paper  on  Welfare  Reform,  which  -  at 
the  time  of  writing  -  is  due  out  any  day  now,  is  one 
chance  to  influence  the  future.  Another  is  the  Royal 
Commission  on  Long-term  care  of  the  elderly 
which  is  planning  a  series  of  regional  hearings  in 
England,  Scotland,  Wales  and  Northern  Ireland  and 
is  expected  to  report  at  the  end  of  the  year. 

Sense  won't  sit  by  and  wait  to  see  what  the 
Government  comes  up  with  -  we  are  going  to  be 
part  of  finding  the  solution.  Deafblind  people  and 
their  families  must  be  the  victors  of  welfare 
reform  rather  than  the  victims. 

Campaigns  Round-up 

Mobility  Crisis 

Sense  fought  for  seven  years  to  win  deafblind 
people  entitlement  to  Mobility  Allowance.  This 
was  introduced  in  1 990  and  is  now  the  higher  rate 
mobility  component  of  the  Disability  Living 
Allowance.  Under  the  original  rules  the  benefit 
went  to  anyone  who  was  blind  or  partially  sighted, 
and  also  unable  to  understand  an  instruction 
shouted  from  a  metre  behind  them  in  an  outdoor 
environment.  But,  in  1995,  a  ruling  by  Social 
Security  Commissioner  Rice  limited  eligibility  to 
those  who  are  blind  and  profoundly  deaf 
(according  to  an  audiogram).  This  effectively 
excludes  many  who  function  as  deafblind, 
including  people  with  Usher  Type  2,  people  who 
are  partially  sighted/deaf  or  blind/hard  of  hearing. 
Also,  Adjudication  Officers'  decisions  on 


Disability  Living  Allowance  claims  are  becoming 
increasingly  erratic.  Before  Christmas,  the 
Deafblind  Services  Liaison  Group  (Sense, 
Deafblind  UK,  RNIB  and  RNID)  sent  Baroness 
Hollis  (the  Minister  responsible  for  disability 
benefits)  an  action  plan  to  sort  this  out.  We 
proposed  changes  to  the  Disability  Living 
Allowance  Regulations  and  deafblind  awareness 
training  for  Adjudication  Officers.  The 
Government's  reply?  How  interesting,  we'll  bear  it 
in  mind.  This  is  not  adequate.  We  will  now  be 
going  on  the  offensive  -  getting  MPs  on  the  case 
and  making  a  huge  stink  until  action  is  taken. 

Deafblind  discrimination 

Graham  Hicks  has  sent  examples  of 
discrimination  against  deafblind  people  to  Alan 
Howarth,  the  Minister  who  is  taking  forward  the 
civil  rights  agenda.  Alan  Howarth  is  a  great  ally 
to  disabled  people  and  wants  to  help.  Graham 
comments:  "People  often  fail  to  realise  that 
services  which  are  made  accessible  to  hearing- 
blind  and  sighted-deaf  people  are  not  necessarily 
accessible  to  deafblind  people.  Massive  changes  - 
to  everything  from  road  crossings,  telephone 
systems  and  food  labelling  -  are  needed  to  make 
civil  rights  meaningful  for  deafblind  people". 

Unseen  and  Unheard? 

Sense  and  Deafblind  UK  are  pressing  the 
Government  to  direct  local  authorities  in  England 
to  identify,  locate  and  separately  register  all 
deafblind  people  in  their  areas  -  and  make  sure 
every  new  person  they  come  across  has  their 
needs  assessed.  This  was  recommended  by  the 
Department  of  Health  in  'Think  Dual  Sensory'. 
Pockets  of  good  practice  exist,  but  until  there  is 
separate  registration  and  proper  guidance,  too 
many  deafblind  people  will  remain  'hidden' 
within  their  communities. 

Rationing  Community  Care 

Local  authorities  are  feeling  the  pinch  of  the  last 
government  settlement,  with  many  being  forced  to 
make  cuts  to  or  rationalise  services  which  could 
impact  on  deafblind  people  and  families.  Sense 
plans  two  campaigning  reports  on  community 
care  this  year  -  one  on  the  ways  in  which  funding 
and  other  constraints  are  affecting  'eligibility 
criteria'  for  care  services,  and  another 
highlighting  how  multiply-disabled  deafblind 
people  have  been  failed  by  community  care.  If 
you  have  lost  out  contact  me  on  0171-272  7774. 


Deafblindness 


is  still  not 


recognised  as  a 
distinct  disability 
in  its  own  right 


within  the  benefits 


system 
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Particular  pressures  are  faced  by 
families  with  a  deafblind  member. 
Here,  two  mothers  -  one  who  has 
a  son  of  five  and  the  other  a  son 
of  19  -  talk  about  their  experiences 


In  this  issue  we  focus  upon  the 

families  of  deafblind  people.  In 

Britain,  there  has  been  a 

significant  growth  in  awareness 

about  deafblindness  in  recent 

years,  and  a  patchwork  of 

services  has  started  to  appear. 

But  families  still  face  enormous 

challenges. 


Quite  apart  from  the  physical 

demands,  and  the  emotional 

adjustments  that  deafblind 

people  and  their  families  have 

to  make,  many  require 

enormous  reserves  of  stamina 

and  determination  to  find  the 

right  help  and  support. 


In  some  parts  of  the  world, 

deafblindness  may  be  hardly 

recognised,  and  as  this  issue 

show,  parents  have  to  battle  for 

the  most  basic  provision. 


No  family  is  the  same;  every  experience  is 
different.  This  is  as  true  for  families  who  have  a 
deafblind  child  as  for  any  other.  Most  find  what 
they  have  to  deal  with  exhausting.  Some  find 
strength  in  mutual  support  and  working  together 
for  better  services.  Few  would  claim  to  speak  for 
anyone  else.  And  yet,  paradoxically,  listening  to 
other's  experiences  can  be  illuminating,  and  often 
shed  light  on  our  own. 

One  thing  is  clear:  whatever  the  age  of  your 
child,  the  demands  are  enormous. 

Debbie  Haines  is  still  very  much  in  the  thick 
of  things,  coping  day  to  day  with  the  challenges 
of  a  child  who  has  both  dual  sensory  loss  and 
other  disabilities  as  well.  She  and  her  husband, 
Mike,  learned  their  son  Jonathan  had  Cornelia  de 
Lange  syndrome  -  a  genetic  disorder  -  at  birth, 
and  have  been  grappling  since  with  the  changes 
this  has  brought  to  their  lives.  Joffy,  now  five  and 
a  half,  is  their  middle  child,  between  Christopher, 
seven,  and  Andrew,  four. 

"When  Joffy  was  born  I  immediately  knew 
something  was  wrong,"  says  Debbie,  "because  he 
had  just  two  fingers  and  a  thumb  on  one  hand.  As 
the  hours  went  by  we  sensed  it  was  more  than  this 
-  he  wouldn't  feed  or  respond  and  the  staff  ran 
around  looking  alarmed.  His  syndrome  was 
diagnosed  within  24  hours  and  he  went  into 
Special  Care  -  which  was  a  relief,  because  I 
really  felt  I  couldn't  cope". 

Why  me? 

Debbie's  initial  reactions  may  strike  a  chord  with 
some  other  parents  of  disabled  children.  "It  was 
like  a  nightmare;  the  worst  thing  you  can  imagine; 
I  felt  shocked,  physically  sick.  We  cried  a  lot  and 
the  future  suddenly  looked  terribly  bleak  and 
black  -  as  if  this  was  the  end  of  everything.  Then 
I  went  through  a  'It's  not  fair',  phase.  I  thought 
'Why  me?  What  have  we  done  to  deserve  this? 
What  are  we  being  punished  for?'  Only  later  did  I 
realise  there's  no  point  in  looking  for  a  reason, 
because  there  is  none". 

Norman  Brown,  Sense's  Specialist  Adviser 
says  parents  often  feel  this  anger  against  God,  as 
well  as  intense  grief  for  the  child,  as  did  Debbie: 
"I  felt  very  sad  that  he  wasn't  going  to  enjoy  the 
experiences  other  children  had,  that  life  would  be 
so  difficult  for  him.  I  felt  protective,  the  sheer 
weight  of  responsibility  for  this  child.  And  I  felt  - 


The  challenges 
that  families  face 


Joffy  enjoys  playing 
with  Debbie 


still  do  sometimes  -jealous  of  other  families  with 
able-bodied  children". 

Having  a  deafblind  child  robs  you  of  time  and 
energy:  Norman  Brown  compares  it  to  "running  a 
marathon".  For  Debbie,  like  many,  the  first  three 
years  were  exhausting:  "All  my  energy  was  spent 
coping  with  day  to  day  problems.  Joffy  was  in 
very  poor  health  and  was  sick  several  times  a  day. 
He  also  slept  badly,  so  it  was  horrendously  tiring. 
At  six  months  we  were  told  he  had  vision  loss  and 
later  that  he  was  severely  deaf.  When  we  learnt  he 
had  a  mild  heart  defect,  it  seemed  just  one  more 
thing  -  we  were  so  saturated  with  bad  news". 

Professionals  and  the  public 

Like  so  many  parents,  Debbie's  experience  of 
professional  help  has  been  extremely  mixed.  "For 
the  first  year  there  were  constant  appointments, 
people  trooping  in  and  out  of  the  house,  hospital 
visits,  specialists  ...  Each  time  we  had  to  explain 
everything  all  over  again.  Sometimes  we'd  get 
student  doctors  and  nurses  playing  'Guess  the 
syndrome'.  I  don't  like  it  when  they  talk  about 
Joffy  as  a  specimen  rather  than  a  person;  when 
your  child  seems  to  become  public  property". 

Luckily  there  have  been  good  experiences  too. 
"We  have  a  lovely  ENT  doctor  and  have  stuck 


with  the  same  paediatrician  who  notices  even  the 
tiniest  change".  Debbie  has  also  been  happy  with 
the  education  services  -  the  outreach  worker  who 
offered  information  and  practical  help  and  his 
nursery  and  school  -  a  unit  specially  for  children 
with  multisensory  disabilities  which  is,  she  says, 
"wonderful". 

One  of  the  hardest  things  for  families  with  a 
deafblind  member,  however,  is  other  people's 
reactions,  which  can  be  strikingly  insensitive. 
"They  say  things  like  'Only  special  people  have 
special  children',  which  is  absolute  rubbish. 
Suddenly,  you  are  imbued  with  angel-like  qualities 
and  are  not  allowed  to  have  a  bad  day.  I  don't  want 
to  be  made  into  'super-mum',  to  be  told  T  don't 
know  how  you  cope'.  You  just  have  to". 

People's  responses  to  Joffy  himself  can  also  be 
upsetting,  and  they  arouse  conflicting  emotions  in 
Debbie.  "I'm  torn  between  not  wanting  people  to 
look,  and  my  pride  in  him  and  sense  that  he'  s 
special.  He  can  be  really  funny  and  make  us  all 
laugh,  but  I'm  frustrated  because  other  people 
don't  understand  his  signs  and  symbols  -  they 
just  see  a  strange  child  with  problems".  Children, 
she  says  are  the  best  "because  they  don't  close  up 
with  embarrassment.  They  ask  me  things  like: 
'Can  he  pick  up  things  with  two  fingers?' 


I  felt 


protective. 


the  sheer 


weight  of 
responsibility 


for  this  child 
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FAMILIES 
IN  FOCUS 


Joffy  is 
curious,  sociable. 


and  communicates 


in  his  own  way 


Joffy  with  his  brothers 

Christopher  and 

Andrew 


Effect  on  siblings 

There  are  just  three  years  and  one  month  between 
Christopher,  the  eldest,  and  Andrew  the  youngest 
-  an  age  gap  which  would  tax  any  parent.  But 
because  Debbie  was  already  in  a  routine  of  going 
out  to  toddler  groups  with  Chris,  she  took  infant 
Joffy  along  and  feels  he  benefited:  "They  said  at 
nursery  that's  why  he's  so  sociable  -  from  the 
word  go  he  was  thrown  into  it.  It  was  good  for 
me  too". 

And  although  the  longterm  effect  on  Joffy 's 
brothers  is  unknown,  for  now  things  are  going 
well.  "They  are  very  fond  of  each  other,"  says 
Debbie,  "and  Christopher  loves  to  do  things  for 
Joffy  -  to  make  him  laugh,  walk  him  here  and 
there,  sit  him  on  his  lap.  Andrew  used  to  get 
demanding  when  Joffy  got  all  the  attention,  but 
that  made  us  take  more  notice  of  him  -  which 
was  a  good  thing.  We  can't  just  go  out 
spontaneously,  but  I  try  hard  not  to  restrict  their 
activities  more  than  necessary". 

Norman  Brown  says  most  parents  worry  about 
neglecting  or  overburdening  their  other  children 
but  siblings  often  -  though  certainly  not  always  - 
come  through  surprisingly  well.  It  is  parents'  own 
development,  and  their  relationship,  which  take 
the  brunt  of  the  burden. 

So  what  about  Debbie  herself?  It  is,  she 
admits,  relentless  -  she  rarely  has  time  to  herself, 
or  alone  with  Mike  her  husband.  "It  puts  an 
unbelievable  strain  on  your  marriage.  You  can 
have  very  bad  days  and  if  you  both  have  a  bad 
day  together  it  is  a  nightmare.  The  first  three 


years  were  the  worst  but  I  think  -  hope  -  we  are 
on  safer  ground  now". 

Mike's  job  often  takes  him  away  and 
babysitters  have  always  been  a  problem.  For  five 
years  Debbie  says  there  was  no  suitable  respite 
care  so  she  never  had  a  break.  "Now,  after  so 
long,  it's  available  and  this  weekend  he'll  go  away 
for  the  first  time.  The  family  are  great  and  I'm 
sure  Joffy  will  cope,  but  I  don't  know  how  I  will! 
Yet  I  kicked  up  so  much  fuss  about  respite  care 
not  being  available,  that  I  have  to  go  through  with 
it,  and  also  for  the  other  two  children". 

For  now  Debbie  takes  one  day  at  a  time  and 
feels  less  pessimistic  than  she  did.  "We  envisaged 
a  lot  of  giving  and  nothing  in  return,  but  that 
hasn't  happened...  And  although  they  gave  us 
a  bleak  diagnosis,  it  hasn't  all  come  true. 
For  example,  they  said  that  children  with  this 
syndrome  often  exhibit  autistic  tendencies, 
but  Joffy  doesn't  -  he's  curious,  sociable,  and 
communicates  in  his  own  way.  One  thing  it's 
taught  me  is  that  you  just  can't  see  into  the 
future". 

Transitions 

Margaret  Beattie  is  another  parent  who  believes 
you  can't  predict  what  will  happen.  Her  son, 
Robert,  is  on  the  verge  of  adulthood  and  has 
deafblindness  caused  by  rubella.  Rob,  19,  has  just 
started  a  course  at  Henshaws  College  in 
Harrogate  ("something  we'd  never  have  believed 
was  possible  five  years  ago").  But  though  a  good 
thing,  it's  also  one  more  transition  in  a  long  series 
for  the  family. 

"When  Rob  was  seven  he  went  to  a  deafblind 
unit  as  a  weekly  boarder  and  that  was  a  difficult 
transition,"  says  Margaret.  "He  was  very  young 
and  we  worried  about  whether  he  -  and  the  staff - 
would  cope.  We  missed  him,  but  also  knew  it  was 
the  right  place  for  him.  So  along  with  the  letting 
go  process  was  a  feeling  of  relief. 

"Now  he's  at  college  he  is  away  for  a  full 
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The  Beattie  family:  Ian,  Rob,  Margaret 
and  Katherine 


term.  We  worry  about  his  communication,  that 
he's  all  right,  happy.  Because  we  can't  give  him  a 
ring  we  are  very  reliant  on  staff  being  honest  with 
us,  so  there's  a  whole  new  set  of  relationships  to 
build  up.  On  the  other  hand,  Ian,  Kath  and  I  have 
time  to  ourselves  at  weekends  for  the  first  time  in 
18  years,  which  I  enjoy,  though  part  of  me  feels 
guilty  at  enjoying  that". 

There  are  more  changes,  anxieties  and  mixed 
emotions  to  come,  because  the  course  only  lasts 
three  years.  "We  still  haven't  got  a  long-term 
placement.  And  there's  also  the  'When  I'm  gone 
syndrome',  which  many  parents  of  disabled 
children  feel.  So  we've  tried  to  make  every 
practical  provision  we  can  -  a  will,  set  in  place 
trustees  -  and  now  Katherine  is  older  she  can  be 
more  of  a  voice  for  him  if  necessary". 

Katherine,  who  is  three  years  younger,  is  very 
close  to  her  brother  Rob.  She  says  she  enjoyed 
having  weeks  to  herself  and  weekends  all  together 
when  he  was  at  school.  For  her  it's  a  "normal 
family  -  because  I've  grown  up  with  it,  I've  never 
known  anything  else".  Siblings  are  often  sensitive 
and  skilful  at  reading  deafblind  behaviour  and 
Katherine  is  no  exception.  She  believes  it's  made 
her  "more  patient  and  understanding,  though  I 
still  get  impatient  if  he  annoys  me,"  and  that  it  has 
definitely  affected  her  career  choice  -  special 
needs  teaching.  "It's  given  me  confidence  - 
behavioural  problems  don't  bother  me  at  all". 

Difficult  years 

Looking  back,  Margaret  says  Rob  was  a  difficult 
baby:  "We  were  told  it  was  rubella  but  no  one 
ever  explained  it  fully,  and  for  ages  we  just  went 
down  and  down.  We  were  very  tired  and  seemed 
always  to  be  going  to  hospital  or  having  people 
come  here". 

"But  Rob  has  a  cheerful  personality  and  gave 
a  lot  back.  In  fact,  once  the  initial  problems  were 
over,  the  hardest  time  was  adolescence,  which 
often  seems  to  be  the  case  for  rubella  children. 
Rob's  behaviour  became  very  challenging  and 
there  was  a  lot  of  scratching,  biting,  punching. 
These  were  difficult  years  (14-17)  but  they 
gradually  crept  up  on  us  and  we  didn't  realise 
how  restricted  our  lives  had  become.  Things 
reached  quite  a  high  pitch  before  we  said  'enough 
is  enough'". 

The  Beatties  explored  various  behavioural 


approaches,  but  in  the 
end  medication  was 
the  only  thing  that 
helped.  "We  didn't 
take  this  lightly  and 
the  practical  support 
from  the  school  and 
Rob's  teacher,  who 
came  with  us  to 
medical 

appointments,  was 
invaluable". 

Margaret  says  her 
family  has  received 
quite  a  lot  of 
support.  They  joined 
Sense  as  its  services 

were  just  beginning  and  "got  an  enormous 
amount  of  help".  Eighteen  years  on,  she  and  her 
husband  are  still  very  involved  with  Sense.  Like 
many  others,  Margaret  feels  that  exchanging  ideas 
with  other  families  can  be  enormously  helpful: 
"Knowledge  is  power  and  you  can't  overestimate 
the  information  you  get  from  people  in  similar 
situations.  You  can  also  become  extremely 
isolated,  so  being  able  to  talk  without  explaining 
everything  is  important". 

She  also  believes  that  you  must  try  to  keep 
your  own  identity:  "It's  so  easy  to  become 
submerged.  Although  Rob  is  a  central  part  of  our 
life  and  his  needs  are  a  major  consideration,  they 
don't  always  take  precedence". 

Both  Debbie  and  Margaret  are  survivors.  But 
it's  an  immense  struggle  and  most  families  feel 
the  strain.  Getting  help  for  your  child  may  be 
easier  than  it  used  to  be,  but  real  support  for  the 
rest  of  the  family  is  still  in  its  infancy.  Getting  the 
right  services  is  still  very  "hit  and  miss",  says 
Norman  Brown,  and  has  a  lot  to  do  with  where 
you  live. 

Parents  have  different  ways  of  coping  but 
most,  he  says,  want  information,  advice,  someone 
to  talk  to,  practical  support,  financial  help,  respite 
care,  good  educational  provision  and  knowledge 
of  their  rights.  How  many  actually  get  it? 


by  Francesca  Wolf-  with  thanks  to  Debbie 
Haines,  Margaret  and  Katherine  Beattie, 
Norman  Brown,  and  Joff  IMeGill 


Katherine  helps  Rob 
with  his  typewriter 


Siblings  are 
often  sensitive  and 
skilful  at  reading 


deafblind 


behaviour 
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Learning  to  live  with 


I  am  going  to  focus  here  on  factors  that 
repeatedly  seem  significant  to  me,  based  on  my 
experience  as  a  parent  and  when  I  was  Sense's 
Family  Liaison  Officer. 

Because  sight  and  hearing  are  the  major 
avenues  for  learning  as  well  as  major 
communication-receivers,  the  deafblind  child  has 
massive  problems  in  making  sense  of  and  relating 
to  everything  in  the  world  -  including  us,  the 
parents.  Yet  we  are  the  ones  with  the  first  and 
continuing  responsibility  to  bring  the  world  to  the 
child  and  child  to  the  world  in  an  understandable 
way,  and  we  cannot  do  this  if  we  have  not  first 
brought  ourselves  to  the  child,  and  the  child  to  us, 
in  a  loving  and  empowering  way. 

In  that  very  early  loving,  bonding,  secure  and 
confidence-building  interaction,  normally  the 
baby  leads  the  way.  Parents  are  the  great 
responders.  But  what  happens  if  the  baby  is 
unable  to  lead?  Or  if  the  signals  he  gives  out  are 
not  those  we  recognise  ?  Our  'education  is 
lacking  and  the  infant's  development  is  hindered 
because  we  cannot  join  in. 

These  special  elements  present  special 
challenges  to  families  with  a  deafblind  child.  And 
the  first  heart-wrenching  challenge  is  the 
difference  between  our  assumptions  before  and 
after  the  birth.  For  the  family  it  is  usually  the  first 
time  anything  like  this  has  been  encountered.  We 
may  feel  it  is  the  first  time  anything  like  this  has 
happened  to  anyone  in  the  world. 

We  may  feel  completely  abandoned  or  find 
ourselves  doing  ineffective  things  'on  the  very 
best  advice'.  Some  parents  have  even  given  up 
their  babies  'on  the  very  best  advice'.  Others  have 
tortured  themselves  in  the  attempt  to  force  so- 
called  'normal'  development  on  a  child  with 
unique  needs.  Oh,  the  importance  of  knowledgeable 
early  intervention  and  our  responsibility  to  see 
that  it  gets  to  those  who  need  it! 

So  there  we  are,  desperately  seeking.  All  the 
research  shows  that  what  we  want  first  is  full 


deaf 


information,  someone  to  talk  to  and  practical 
advice.  But  while  this  wild  search  is  going  on, 
and  we  are  being  whirled  from  consultant  to 
doctor  to  specialist,  what  is  going  on  in  our 
emotions? 

Love  and  grief 

I  often  read  of  the  mourning  process  and  of 
parents  grieving  for  the  child  they  did  not  have. 
Yet  this  did  not  fit  my  experience  nor  that  of  any 
parent  I  met.  I  believe  we  grieve  not  for  the  child 
we  did  not  have  but  for  what  has  happened  to  the 
child  we  do  have.  We  are  so  conscious  of  what 
our  child  may  miss  and  be  unable  to  share  that  it 
will,  for  a  while,  blind  us  to  the  fact  that  the  child 
does  not  know  that.  For  the  child,  all  is  possibility 
and  nothing  is  loss. 


u 


Parents  are  the  great 


responders.  But  what  happens  if  the 
baby  is  unable  to  lead?       MM 


Yet  the  adjustment  process  must  be  allowed  to 
flow.  It  follows  the  same  progress  as  any  grieving 
over  a  loss  and  is  best  shared  with  others  who 
trod  the  same  pathway.  We  are  only  human  and 
need  the  healing  power  of  grief.  It  is  part  of  that 
process  some  people  call  'acceptance',  a  concept 
I  also  reject.  I  prefer  to  call  it  'adjustment', 
because  you  will  be  hit  again  and  again,  at  each 
normal  developmental  milestone  or  significant 
event  which  reminds  you  of  the  difference  of  your 
child's  experience.  Yet  there  is  a  progress  in  the 
cycles  of  adjustment,  with  the  pain  diminishing  at 
each  revisiting,  as  our  child  becomes  more  and 
more  his  or  her  own  unique  self. 

What  is  our  big  problem?  We  have  so  much 
love  with  nowhere  to  go.  We  can  channel  that  love 
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An  edited  version  of  a  talk 

given  by  Sense  Specialist  Adviser,  Norman  Brown 


blindness 


into  anger,  to  fight  for  the  best  provision.  We  can 
solidify  it  into  endurance  to  keep  us  going  when 
strength  fails.  We  can  share  it  with  others  when 
that  magical  link  of  like-mindedness  is  forged. 
But  the  reciprocal  flow  between  us  and  the  child 
is  constricted.  When  our  child  exhibits  some 
characteristics  of  a  deprived  child  in  relationship 
and  behaviour,  what  does  that  do  to  us,  who  have 
so  much  freely  on  offer  that  does  not  seem  to  be 
working?  It  is  difficult  to  accept  that  this  is  an 
effect  of  congenital  deafblindness  rather  than  our 
inadequacy. 

Assumptions?  Using  inspired  guesswork, 
developing  strange  forms  of  communication, 
speaking  for,  thinking  for,  feeling  for  our  child, 
who  has  time  for  assumptions?  Often  the  only  one 
is  that  we  are  and  will  remain  responsible  for  this 
vulnerable,  dependent  human  being.  And  here  we 
are  caught  in  a  trap.  However  much  we  want 
others  to  share  responsibility,  we  do  become  the 
persons  closest  to  our  children  and  best  able  to 
speak  for  them.  We  may  not  know  the  answers  but 
we  know  the  questions.  We  want  to  let  go,  but 
dare  not. 

What  about  me  -  and  us? 

But  underneath  all  the  questions  is  another:  'What 
about  me?'  The  great  cause  can  also  be  the  great 
distraction,  even  the  great  excuse.  If  my  child  has 
difficulties  with  relationships  and  development 
because  of  sense  impairment,  do  I  have 
difficulties  with  relationships  and  development 
because  of  the  child? 

It  is  strange  that  having  a  deafblind  child  is 
thought  to  remove  you  from  all  other  difficulties. 
It  may  make  other  difficulties  seem  lesser,  but 
does  not  remove  them.  Some  continue  unresolved 
until  they  can  be  hidden  no  longer;  they  become 
destructive  not  because  they  were  insurmountable 
but  because  they  were  not  attended  to.  It  may  be 
that  increased  pressure  opens  up  cracks  but  that 
does  not  mean  that  the  pressure  caused  the  cracks 


in  the  first  place.  Concentrating  on  our  child's 
development  may  cause  us  to  neglect  our  own. 

This  is  not  of  course  inevitable.  In  other 
families  the  pressures  exerted  by  the  child  have 
cemented  bonds  and  given  material  for 
developing  new  relationships  between  the  parents 
that  have  flourished  and  endured.  Most  of  us  are 
somewhere  in  the  middle. 

For  marriage  can  become  a  serious  business, 
dominated  by  problems,  where  the  only  time  we 
are  free  is  when  we  are  not  with  our  partner.  How 
can  we  keep  the  fun  in  the  family?  In  what  ways 
are  we  together  with  our  partner? 

Are  we  as  united  in  opinion  as  outsiders 
believe?  That  will  depend  more  upon  the 
relationship  than  the  child.  We  often  assume  that 
a  family  is  as  united  in  its  dealing  with  a  child  as 
it  is  in  its  love  of  that  child,  whereas  in  reality  the 
child  may  be  subject  to  two  quite  different 
regimes. 

Or  do  we  divide  our  roles?  Even  today, 
services  usually  target  the  mother.  It  is  she  who 
is  generally  at  home  when  anyone  calls,  who 
receives  direct  training  and  explanation,  who 
usually  has  more  time  with  the  child  to  build  trust 
and  understanding.  However  much  father  tries  to 
gather  what  should  be  done,  he  often  finds  that 
his  partner  is  more  expert  and  has  better  results. 
He  draws  back  to  a  supporting  role,  either 
backing  his  partner  in  all  that  she  does  or  leaving 
everything  to  her. 

We  fathers  can  also  find  it  harder  to  come  to 
terms  with  things:  our  upbringing  is  to  change 
things,  not  to  accept  them.  So  not  only  may  there 
be  necessary  adjustments  going  on  in  the  family; 
different  members  may  be  at  different  stages  of 
adjustment  at  the  same  time. 

The  recommended  answer  is  to  talk  about  it, 
but  that  is  so  hard.  With  the  pressure  I  see  my 
partner  under,  worries  about  the  other  children, 
the  next  crisis  looming,  how  can  I  unburden 
myself  of  my  feelings  and  fears  to  her,  or  to  him? 


/  believe  we 


grieve  not  for  the 


child  we  did  not 


have,  but  for  what 
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upbringing  is  to 
change  things,  not 
to  accept  them 


I  must  bonle  them  up.  for  when  they  do 
occasionally  burst  out  they  cause  havoc.  I  must 
be  strong  rather  than  honest. 

Even  with  understanding  professionals  I  can 
rarely  be  completely  honest.  How  will  it  affect 
their  decisions  about  my  child?  How  will  they 
interpret  what  I  am  asking  for?  What  will  they 
think  of  me? 

So  what  am  I  to  do  with  all  these  contained 
feelings  and  what  is  the  containment  doing  to 
me?  There  is  immense  relief  when  parents  can 
unburden  themselves  to  others  who  understand 
and  share  the  same  fears  and  feelings.  The  release 
comes  from  speaking  of  horrible  thoughts  to 
someone  who  knows  that  does  not  mean  you  do 
not  love,  because  they  have  known  the  same.  This 
is  one  of  the  most  wonderful  aspects  of  parents 
meeting  one  another  with  time  to  talk.  But  it  is 
usually  mothers  who  do  this  rather  than  fathers  - 
though  things  are  changing. 

As  time  passes  ... 

There  are  two  massively  significant  influences  on 
parents.  One  is  the  long-term  effect  of  stress  and 
the  other  is  the  size  of  the  child. 

Like  most  things,  stress  is  good  in  moderation. 
It  is  stimulating.  It  keeps  us  fit.  responsive  and 
creative.  However,  if  it  is  too  intense  or  long- 
lasting  it  becomes  damaging.  Apparently  people 
can  cope  with  a  constantly  stressful  existence  for 
twelve  years  without  damage  but  after  that  there 
are  definite  degenerative  physical  effects.  Enough 
is  enough.  Yet  the  longer  we  keep  going  the  more 
it  is  assumed  we  always  shall.  How  often  has 
sheer  weariness  been  diagnosed  as  depression? 

The  effect  of  size  is  also  far-reaching.  I  have 
seen  amazingly  competent  mothers  reduced  to 
shame-faced  excuses  because  the  child  they 
managed  with  such  skill  is  now  an  unmanageable 
adult.  The  difference  is  only  his  size.  Methods 
that  worked  with  a  small  child  may  have  to  be 
changed  with  a  bigger  one.  Strength  that  was 
adequate  is  insufficient  later.  The  will  that  could 
be  imposed  if  need  be  can  be  imposed  no  longer. 


The  person  who  was  in  control  is  now  at  risk  - 
me.  And  even  with  the  best  advances  in 
management  and  communication,  the  young 
person  who  uses  their  newTound  strength  and 
height  against  you  cannot  be  contained. 
Shameful?  No.  normal.  It  is  easy  to  say:  "Ah. 
poor  parent:  just  cannot  cope.  Let  us  look  away  to 
save  embarrassment".  I  could  say  the  same  of  an 
unarmed  man  caged  with  a  man-eating  tiger,  but 
it  would  be  more  accurate  to  say:  "That  man  is  in 
a  situation  with  which  no-one  can  cope.  Let  us 
change  the  situation".  But  very  often  the  reverse 
is  true,  with  the  young  person  who  challenges 
service-providers  being  sent  home  for  parents  to 
manaae. 


MM 


Concentration  on  our  child's 
development  may  cause  us  to  neglect 

our  own        MM 

I  wanted  here  to  take  the  lid  off  the  box 
marked  "Things  Parents  Do  Not  Talk  About  In 
Public*,  so  you  too  can  talk  about  them.  I  only 
know  about  such  things  because  I  have  made 
nearly  even  mistake  possible.  Asked  to  speak  as 
an  "expert".  I  simply  run  back  over  the  experience 
of  the  fearful,  confused  and  incompetent  parent, 
remind  myself  of  my  mistakes,  of  my  son's 
inexhaustible  forgiveness  of  them,  and  of  the 
support,  wisdom  and  strength  of  other  parents  and 
professionals.  This  provides  more  than  enough  to 
talk  about. 

An  edited  version  of  a  talk  given  by  Norman 
Brown  at  the  European  Parents*  Conference 
(1995).  Also  presented  to  the  Scandinavian 
Conference.  Kungah.  Sweden.  1997).  The  full 
text  is  available  from  the  Nordic  Staff  Training 
Centre,  or  Sense. 


16  Talking  Sense  •  SPRING  1998 


Three  families. . . 


...from  Croatia,  India  and 

The  Netherlands  talk  about  their  experiences 


66Paula  was  born  in  Croatia,  in  1994.  She  was 
born  at  26  weeks  and  spent  six  months  in  a 
children's  hospital.  For  the  first  three  months  she 
was  in  an  incubator  and  was 
very  ill.  Gradually,  Paula 
began  to  recover  and  after 
six  months  we  took  her 
home.  The  doctors 
diagnosed  premature 
fibroplasia.  It  wasn't  until 
Paula  was  two  years  old 
that  we  discovered  that  our 
little  girl  couldn't  see  or 
hear  -  it  was  terrible.  We 
didn't  know  what  to  do.  At  this  time  Paula  was 
still  very  weak  and  often  sick  -  we  were  very 
worried. 

In  December  1996,  we  took  Paula  to  Italy  for 
a  cochlea  implant.  Paula  did  attend  a 
rehabilitation  centre  for  deaf  children,  but  the 
problem  is  that  centres  for  deafblind  people  do 
not  exist  in  Croatia.  Now  Paula  spends  most  of 
her  time  at  home  with  either  her  grandmother,  or 
us  (her  parents  and  seven-and-a-half-year-old 
brother,  Luka).  Paula  needs  expert  care  and  help, 
but  unfortunately  in  our  country  this  sort  of 
provision  doesn't  exist.  Paula  is  now  four  years 
old  and  time  is  running  out. 

We  have  written  this,  in  the  hope  that  there  are 
those  out  there  who  may  be  able  to  help  us  give 
Paula  a  better  future". 
Dubravko  and  Ingrid  Simic 
(Paula's  parents) 
Rijeka,  Croatia 


"A  hand  tugged  at  my  sari.  'Mummm..., 

fa... fa...' 

I  turned  round  in  shock  and  amazement  -  my 

deafblind  daughter  Jasmita  was  actually  telling 

me  that  my  eldest  daughter  had  fallen.  These  were 

her  first  few  words! 

Jasmita  was  born  with  corneal  ulcers  and  has 
no  sight  in  one  eye  and  only  partial  vision  in  the 
other.  We  found  out  that  Jasmita  was  deaf  when 
she  was  three.  And  so,  at  five  Jasmita  went  to  a 
school  for  the  deaf.  But,  after  three  years  it  wasn't 
working  out,  so  she  went  to  stay  with  her 
grandmother.  When  we  moved  to  Ahmedabad,  a 
Field  Worker  from  the  Blind  Men's  Association 


(BMA)  suggested  we  visit  them.  We  did,  and  they 
drew  up  a  plan  for  teaching  Jasmita  sign  and 
gestures.  They  taught  me  how  to  teach  Jasmita  to 
speak.  Today,  Jasmita  is  able  to  sign  a  few  words 
and  verbalise  and  has  now  started  playing  with 
other  children. 

We  recently  learnt  that  the  BMA  are  starting  a 
new  deafblind  service,  supported  by  Sense 
International  India.  We  are  looking  forward  to  this 
programme,  which  will  be  of  great  help  to 
Jasmita  and  similar  children  in  making  them  more 
independent". 
Mrs  Chouhan 
Ahmedabad,  India 


'^Our  family  story 
starts  in  1967,  when 
my  older  brother 
Raymond  was  born. 
He  was  three-and-a- 
half  when  they 
discovered  he  was  deaf  and  three  years  later  they 
said  he  had  Usher  Syndrome. 

When  I  was  little,  we  could  only  do  things  that 
Raymond  could  do  too.  If  he  couldn't,  then 
neither  could  we.  We  always  had  to  put  Raymond 
first.  Don't  get  me  wrong  -  my  parents  love  us 
both  as  much,  but  Raymond  needs  more  help.  He 
now  lives  on  his  own,  but  still  needs  a  lot  of  help. 
People  don't  understand  what  it  means  to  be  deaf 
and  blind.  So  every  time  he  needs  something,  we 
must  explain  what's  wrong  with  him,  which  is 
frustrating. 

My  parent's  life  has  changed  completely.  And, 
for  me  as  a  sister  it's  difficult  to  live  my  own  life 
because  I  have  Raymond  in  mind  with  every 
decision  I  make.  I've  now  got  the  chance  to  live 
in  China  for  3  years  and  after 
talking  to  Raymond  I've 
decided  to  go.  I  can  go  because 
my  parents  can  take  care  of 
him.  But  there  will  come  a 
time  when  they  no  longer 
can  -  then  what  will  happen? 
That's  the  most  difficult 
question  of  all  for  us  as 
a  family". 
Sabine  Kerstcn 
The  Netherlands 
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FAMILIES 
IN  FOCUS 


Dacias  and 


Left  to  right:  Florin 

Barbu,  Irwin  and  Elena 

Proch  all  went  to  the 

same  deaf  school 


If  I  was  deaf  and  blind  Bucharest  would  still  be 
one  hellava  ride!  But  I  can  see.  And  I  can  hear. 

The  smoky  marble  coloured  buildings  are 
thick  with  fog.  The  road  is  a  water-slicked  seal 
lined  with  skeletal  trees,  young  and  frail.  And  I 
wish  I  was  riding  the  back  of  an  oily  seal,  but 
instead  I'm  in  a  Dacia  (the  local  version  of  the 
Renault  12).  So  the  Dacia  rattles  and  flies  over 
the  pitted  roads  and  I  feel  like  the  trees  - 
vulnerable  -  especially  when  the  taxi  driver 
crosses  himself  at  every  intersection! 

Post-communism  1998,  and  the  President  of 
the  Association  of  the  Deaf,  Florin 
Barbu,  is  telling  me  that  times  were 
better  under  Ceaucescu.  "Everyone 
had  a  car,  a  house,  a  job".  "Now 
look!",  and  throws  his  hands  towards 
the  unfinished  projects.  Ceaucescu 
would  have  been  disappointed,  but 
perhaps  not  as  disillusioned  as  the 
students  were  at  the  time  of  the 
December  1989  revolution  which 
overthrew  his  government. 

The  stories  people  tell  me  are 
poignant.  Stories  which  are  not 
particularly  abnormal  for  the  region, 
only  for  the  fact  there  is  still  a  stigma  attached  to 
disability.  "Put  your  child  in  an  orphanage"  many 
were  told  "and  have  another  one".  I  meet  a 
dcafblind  man,  Irwin  Proch,  who  has  Usher 
Syndrome.  Now  in  his  50s,  he  spent  his  formative 
years  in  a  mental  asylum.  Stories  like  this  are 
fresh  in  the  minds  of  the  Romanian  people. 
Irwin  is  house-bound  after  working  as  a 
mechanic  in  a  state  factory  for  2272  years.  His 
wife  Elena  is  a  robust  and  energetic  woman  who 
is  also  deaf.  Today  Irwin  has  visitors,  strangers  in 
his  house.  He  sits  calm  as  a  priest  behind 
confessional  curtains.  Waiting  for  a  sign,  a 
shuffle,  an  embarrassed  silence.  Anything.  So 
florin  Barbu,  who  is  a  good  friend  of  Irwin's, 
shouts  questions  into  his  right  ear  which  has 
residual  hearing. 

"When  I  was  in  the  mental  asylum  they 
realised  after  a  while  that  I  shouldn't  be  there  so  I 


was  sent  to  a  school  for  the  deaf. 

"It  was  because  they  realised  he  was  clever," 
Elena  says. 

"But  when  I  started  losing  my  sight  two  of  my 
former  colleagues  used  to  accompany  me  to  work 
and  help  me  at  work  so  I  could  stay  longer  to  get 
a  better  pension". 

Elena  flutters  like  a  good  angel.  "He  was 
always  good  with  his  hands  you  see.  He  still  fixes 
everything  in  the  house  and  does  the  housework, 
the  washing  up.  It  was  hard  at  first  when  he 
totally  lost  his  sight.  I  suffered  a  lot,  but  he  made 
it  clear  that  he  didn't  want  to  be  a  burden  on  the 
family". 

My  interpreter  Christiana  Salomie  is  the  alter 
ego,  interpreting  simultaneous  conversations  but 
Irwin  is  getting  frustrated.  I'm  outside  the 
confessional  box  telling  Christiana  to  let  him 
speak!  She  tells  Florin.  Florin  tells  Irwin.  Elena 
lip-reads. 

"Now  I  stay  at  home.  Sometimes  I  feel  lonely, 
but  that's  when  I  go  and  visit  a  neighbour.  They 
give  me  a  cup  of  coffee  and  if  I'm  sad  they  give 
me  a  small  pill  and  that  makes  me  happy.  But 
generally,  I'm  a  happy  man  and  I'm  proud  to  say 
I've  been  married  for  28  years  and  have  a  healthy 
son". 

I  see  Elena  taking  Irwin  out  for  walks.  Their 

Florica,  Bogdan  and  Constantin 
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When  Phillipa  Webb  travelled  to  Romania  recently 
her  journey  took  her  to  all  sorts  of  unexpected  places. 
Here,  she  records  her  impressions  of  a  memorable  trip 


Disability 


I  would  like 


Andrea  to  be  a 


cultivated  woman 


and  for  her  to 


complete  her  higher 
education,  have  a 


good/ob  and 

develop  as  an 


independent 


woman 


life,  like  everyone's,  has  to  tie  together  to  make 
some  sort  of  sense.  But  somehow  theirs  is 
intricate,  like  clumps  of  mistletoe  clinging  to  a 
tree  of  loyalty  and  love. 

Across  town  we  meet  a  formidable  saint.  Alice 
Andrescu's  centre  Spiritul  Copiilor  is  located  in  a 
gypsy  area.  Rubbish  is  smouldering  in  forty-four 
gallon  drums  and  hawkish  profiles  huddle  against 
the  grey  tenement  building.  Alice  is  unofficially 
squatting  in  eight  rooms  on  the  ground  floor  and 
has  created  a  refuge  for  children  who  are  not 
wanted  -  children  with  AIDS,  or  those  who've 
been  sexually  abused,  and  for  many  with 
multiple-impairments. 

She  shows  me  an  unpaid  electricity  bill  for 
$200,  the  average  monthly  wage.  She  does  not 
flinch  at  her  audacity.  Nor  do  I.  I  somehow  think 
she  has  grown  accustomed  to  the  struggle.  If 
Alice's  struggle  faded  so  would  Alice  the  fighter. 
You  see,  for  many  years  she  hid  particularly 
disabled  and  disturbed  children  from  the 
authorities  so  they  weren't  put  in  the  orphanages. 
It  is  through  Alice  that  we  meet  Florica. 

Florica  used  to  work  in  a  chemical  factory. 
Her  son  Bogdan  is  blind  and  is  physically  and 
mentally  disabled.  She  has  now  re-married  but 
divorced  her  first  husband  after  he  became  an 
alcoholic.  17  year-old  Bogdan  still  lies  in  a  cot  he 
has  probably  used  for  most  of  his  life.  Florica 
used  to  return  home  from  the  factory  four  times  a 
day  to  change  Bogdan 's  sheets  and  feed  him.  She 
was  given  the  ultimatum  from  the  factory  not  so 
long  ago.  Either  it  was  Bogdan  or  her  job.  One  of 
the  implications  of  a  free  market  economy  is  that 
employers  aren't  as  tolerant  as  the  former 
communist  bosses. 

If  communism  in  Romania  bred  an  intolerance 
for  disability  it  had  to  also  create  those  who 
defied  such  displays  of  inhumanity.  Those  are  the 
people  I  met  -  those  who  were  able  to  provide 
sanctuary  for  some  while  others  managed  to 
escape  a  sentence  of  nothing  and  dead  gone  days. 
The  defiant,  the  weak-strong,  the  strong-weak. 
Gjuglia  Moroianu  has  a  deaf  child,  Andrea. 

"When  we  discovered  Andrea  was  deaf  we  all 


started  looking  for  the  culprit.  I  was  told  that  I 
was  tense  during  my  pregnancy,  but  that  was 
because  we  didn't  have  our  own  house  and  I 
didn't  feel  at  ease  because  we  were  living  at  my 
parents-in-law.  Then  when  we  went  to  live  with 
my  parents,  my  husband  wasn't  happy,  so  it  was 
very  difficult". 

Andrea  is  now  three  and  attends  Eminescu 
Kindergarten  where  she  has  progressed  well.  She 
lives  with  her  grandparents  because  they  are 
closer  to  Eminescu  and  Gjuglia  and  her  husband 
live  on  the  outskirts  of  Bucharest. 

"I  would  like  Andrea  to  be  a 
cultivated  woman  and  for  her  to 
complete  her  higher  education, 
have  a  good  job  and  develop  as 
an  independent  woman.  If  she's 
financially  independent  she  can 
choose  her  own  path  in  life.  I 
don't  believe  in  miracles,  but  I 
believe  that's  possible". 

And  so  the  stories  went.  Dacia 
ride  after  Dacia  ride.  I  reach  my 
apartment  and  am  physically  and 
mentally  exhausted.  Somehow  it 
felt  all-consuming.  I'm  reminded 
of  an  academic  I  interviewed  a 
few  years  ago  who  said  to  me: 
"Philippa,  human  beings  are 
incredibly  resilient".  I  wonder  if 
it's  not  the  human  heart  that's 
incredibly  resilient. 

Sense  International  responds 

Sense  International  is  determined  to  do 
something  about  this  situation  in  Romania. 
There  are  many  people,  organisations  and 
schools  in  different  parts  of  the  country  that 
are  keen  to  work  with  us  to  develop  services 
for  deafblind  people.  A  number  of  possibilities 
are  currently  being  considered  and  it  is  highly 
likely  that  the  first  ever  national  seminar  on 
dcafblindness  will  take  place  later  this  year. 
For  more  information  please  contact  Richard 
Hawkes  at  Sense  International. 


Gjuglia  Moroianu  and 
her  daughter  Andrea 
who  attends  Eminescu 
Kindergarten 
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FAMILIES 
IN  FOCUS 


Brothers  and  sisters 


are  special  t 


§!• 


I 


It's  important 
that  siblings  don't 
feel  that  they  have 


to  be  nice  all  the 


time.  All  children 


squabble! 


Over  the  last  two  years  Contact  a  Family  (CaF) 
has  held  several  informal  workshops  all  around 
the  UK  for  parents  of  disabled  children  on  the 
subject  of  supporting  siblings  of  children  with 
special  needs.  As  with  all  CaF  workshops,  our 
approach  has  been  to  encourage  parents  to  share 
their  own  solutions  to  common  problems.  This 
helps  other  parents  to  feel  that  they  are  not  alone 
and  reinforces  their  own  instincts  about  helping 
their  children. 

Here,  I  will  describe  the  common  issues  which 
have  emerged  as  well  as  possible  ways  of 
tackling  them. 

Common  concerns 

Parents  commonly  describe  a  mix  of  conflicting 
feelings.  On  the  one  hand  they  may  feel  immense 
pride  in  the  maturity  and  helpfulness  displayed  by 
siblings  and  on  the  other,  guilt  about  having  a 
lack  of  time  and  attention  for  them. 

For  example,  brothers  and  sisters  of  children 
with  special  needs  often  miss  out  on  'normal' 
outings  and  activities  as  a  family.  They  may  also 
find  their  own  personal  space  and  possessions  are 
interfered  with,  or  their  meal  times  interrupted. 
Siblings  also  have  to  help  out  in  a  caring  role  and 
can  feel  embarrassed  in  public  or  about  bringing 
friends  home. 

The  feedback  we  received  from  parents  at  our 
workshops  matches  the  findings  of  NCH  Action 
for  Children  which  surveyed  29  siblings'.  They 
found  that  overall  the  children  loved  their  disabled 
sibling  and  had  a  positive  attitude  to  disability, 
but  were  also  very  confused  by  their  conflicting 
feelings. 

They  felt,  among  other  things: 

•  isolated  feeling  that  they  were  the  only  one 
with  a  disabled  brother  or  sister 

•  angry  or  jealous 

•  resentment  for  feeling  responsible 

•  restricted  by  the  disabled  sibling 

1  urthcrmorc,  siblings  felt  that  their  school 
work  and  sleep  suffered  while  some  described 
being  bullied  and  teased  by  peers.  Many  were 
often  embarrassed  about  bringing  friends  home, 


and  felt  sad  that  they  could  not  play  'normally'. 
They  also  worried  about  the  future.  One  sibling, 
for  example,  said:  "I  won't  be  able  to  get  married 
because  I  have  to  look  after  him"  (age  8). 

Helping  siblings 

Providing  information  to  siblings  was  seen  as 
crucial  in  all  the  workshops. 

Parents  felt  that  siblings  must  have  a  clear 
picture  and  understanding  of  their  brother's  or 
sister's  disability.  They  felt  that  parents  often  have 
an  instinct  to  protect  their  children  from  pain  -  if, 
say,  the  condition  is  life-threatening  -  and  from 
feeling  burdened.  But,  at  the  same  time,  parents 
felt  that  if  the  siblings  were  not  kept  informed 
they  would  feel  isolated  and  left  out.  Also,  when 
siblings  are  not  equipped  with  information,  they 
are  at  the  mercy  of  incorrect  or  hurtful 
information,  such  as:  'Your  brother  is  going  to 
die',  or  'It's  Mummy's  fault'. 

So,  it  is  most  important  that  information  is: 

•  accurate  and  honest 

•  easily  understood 

•  given  from  an  early  age  and  is  on-going. 
Equipped  with  adequate  information,  children 

can  deal  more  confidently  with  perceptions  from 
the  outside  world  about  their  family. 

A  need  to  be  listened  to  and  heard 

It  is  very  tempting  for  parents  to  believe  that  their 
children  may  not  be  feeling  anything  because  they 
do  not  say  anything  about  how  they  are  feeling, 
and  to  praise  them  for  'coping  well'.  Children, 
too,  often  have  an  instinct  to  protect  their  parents' 
feelings. 

There  are  ways  in  which  parents  can  help,  by: 

•  noticing  the  siblings'  body  language  and 
behaviour,  not  just  their  words 

•  accepting  and  allowing  children  to  express 
sadness  and  grief  and  anger  about  the  disability 

•  emphasising  that  no  one  is  to  blame 

•  acknowledging  how  tough  it  might  be  at 
times  -  As  one  dad  said:  "Let's  face  it, 
sometimes  life  just  isn't  fair  and  we  have  to 
acknowledge  that  to  our  kids" 
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Pauline  Shelley  from 
Contact  a  Family  highlights 
the  ways  parents  can  support 
siblings  of  children  with 
special  needs 


•  finding  quality  time  for  their  other  children. 
This  may  mean  parents  need  to  be  very 

flexible  -  children  may  choose  the  least 
convenient  time  to  talk!  So,  individual  quality 
time  may  need  to  be  slotted  in  late  at  night  after 
an  exhausting  day  or  while  driving  somewhere. 
However,  if  it  is  wildly  inconvenient,  parents  may 
find  it  useful  to  say:  "I  cannot  answer  you 
properly  now  but  we  will  come  back  to  it  later". 
Parents  may  even  find  it  useful  to  write  it  down  in 
case  they  forget. 

Individual  attention 

Parents  felt  that  sometimes  they  should  aim  to  put 
the  sibling's  needs  first  and  find  protected  time 
alone  for  the  child  to  specifically  choose  what  he 
or  she  wants  to  do. 

At  one  workshop  a  parent  said:  "We  should  go 
home  and  tell  our  children  that  we  came  to  this 
workshop  specially  to  think  about  their  needs". 

Protecting  the  siblings'  space 

Parents  had  many  practical  suggestions,  such  as: 

•  putting  a  lock  on  their  door,  or  on  a 
cupboard  that  holds  their  things 

•  providing  them  with  their  own  room,  if 
possible 

•  ensuring  they  have  their  own  friends  and/or 
attend  social  clubs 

•  respecting  the  siblings'  rights  to  be  taken 
seriously  -  for  example,  when  it  comes  to 
providing  time  for  doing  homework  and 
studying  for  exams. 

Many  parents  felt  that  siblings  did  not  want  to 
be  singled  out  by  attending  counselling  sessions 
or  being  sent  to  stay  with  relatives  as  a  special 
treat,  for  example.  On  the  contrary,  what  the 
brothers  or  sisters  needed  is  a  sense  of  having 
normal  friendships  and  a  life  outside  the  family, 
in  the  way  that  most  other  children  do. 

Certainly,  brothers  or  sisters  should  be  able  to 
have  times  when  they  feel  free  of  responsibility 
and  don't  always  have  to  take  care  of  the  sibling 
with  special  needs.  And  it's  important  that  they 
don't  feel  that  they  have  to  be  nice  all  the  time. 


All  children  squabble! 

Choices  for  the  sibling  should  not  be  based  on 
the  disabled  child's  needs. 

Contact  with  other  siblings 

At  the  same  time  as  wanting  to  be  'normal', 
siblings  can  find  it  really  helpful  to  be  in  touch 
with  other  children  with  a  brother  or  sister  with 
special  needs. 

This  can  be  done  by: 

•  attending  a  local  siblings  group,  where 
one  exists 

•  going  to  meetings  of  the  national  specific 
group,  or  attending  local  family  branch 
activities 

•  participating  in  family  outings  of  local 
multi-disability  groups. 

These  parents'  ideas  have  been  so  valuable 
that  in  1997  Contact  a  Family  expanded  on 
them  in  a  factsheet  called:  Siblings  of  Children 
with  Special  Needs.  Individual  copies  of  this 
are  available  free  from  CaF.  A  brief  summary 
of  this  factsheet  is  also  available  in  Welsh  free 
from  CaF. 

Pauline  Shelley 

Senior  Development  Officer 

Contact  a  Family 

1  All  in  the  Family:  Siblings  unci  Disability. 
NCH  Action  for  Children,  London,  1995. 


As  one  dad 


said:  'Let's  face  it. 


sometimes  life 


just  isn't  fair 


and  we  have  to 


acknowledge  that 


to  our  kids' 


SPRING  1998  •  Talking  Sense  21 


USHER 
IN  FOCUS 


Support  for  parents 


Lucy  Drescher 

describes  the 

work  that  is 

under  way  to 

produce  a  range 

of  leaflets 

providing 

valuable 

information  to 

parents  of 

people  with 

Usher  syndrome 
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Lucy  Drescher  and 

Olive  Lycett  put  their 

heads  together 


Last  year.  Sense  Usher  Services  received  a  two 
year  grant  from  the  National  Lottery  Charities 
Board,  to  produce  new  resources  on  Usher 
syndrome.  I  began  work  in  June  1997  as  the 
Resources  Development  Officer  and  in  September 
I  was  joined  by  Olive  Lycett,  the  Resources 
Liaison  Officer.  Olive  is  deaf  and  grew  up  in  a 
deaf  environment  where  she  knew  a  number  of 
people  with  Usher.  We  are  developing  new 
leaflets  and  updating  existing  resources  on  Usher 
syndrome  within  Usher  Services. 

An  important  part  of  this  project  is 
consultation  with  potential  users  themselves.  This 
includes  people  with  Usher,  their  families  and  the 
professionals  who  work  with  them,  such  as 
medical  consultants,  teachers  for  the  deaf,  as  well 
as  those  within  voluntary  services  and  social 
services.  The  users  will  form  part  of  a  working 
group  that  will  meet  three  times  during  the  life  of 
the  project.  They  will  also  divide  up  into  smaller 
groups,  each  assigned  to  specific  leaflets. 

Olive  is  responsible  for  setting  this  group  up 
and  co-ordinating  their  work.  The  first  meeting  of 
the  working  group  has 
taken  place,  so  they  are 
starting  to  get  to  know 
one  another  and  to  put 
forward  their  ideas.  We 
are  now  focusing  on  the 
first  leaflet,  which  is 
aimed  at  families  of  a 
son  or  daughter  newly 
diagnosed  with  Usher 
and  have  put  together  a 
small  group  made  up  of 
users  with  specific 
experience  in  this  area. 

After  families  are 
told  their  son  or 
daughter  has  Usher,  they  are  often  in  a  state  of 
shock  for  some  time  and  initially  do  not  really 
absorb  any  information  they  are  given.  Providing 
those  families  with  a  basic  leaflet  about  what 
Usher  syndrome  is,  and  who  they  can  contact  to 
talk  further  about  it,  could  make  all  the 
difference. 

At  the  Parents'  Day  (see  right)  we  asked 
parents  to  fill  in  a  questionnaire  to  find  out  more 
about  their  information  needs  at  the  time  of 
diagnosis.  These  were  their  concerns: 


•  to  know  more  about  how  their  son  or 
daughter's  sight  would  deteriorate 

•  the  symptoms  to  look  for 

•  the  availability  of  treatment  -  now  and  in 
the  future 

•  how  their  son  or  daughter  would  be  able 
to  communicate 

•  their  son  or  daughter's  quality  of  life  in 
the  future 

•  the  work  their  son  or  daughter  might  be 
able  to  do  in  the  future 

•  whether  or  not  their  son  or  daughter  would 
be  able  to  drive 

•  the  existence  of  support  networks  for  people 
with  Usher  and  their  families. 

I  have  had  meetings  with  staff  at  both  Great 
Ormond  Street  Hospital  in  London  and  the 
Queens  Medical  Centre  in  Nottingham.  They  were 
able  to  give  me  an  insight  into  the  diagnosis 
procedure  from  a  professional  point  of  view. 
Through  their  work  with  children  having  cochlea 
implants,  staff  have  learnt  a  considerable  amount 
about  rehabilitation  and  providing  families  with 
back-up  information.  They  have  been  working  in 
an  inter-disciplinary  way,  particularly  with  people 
who  have  Usher.  Their  insights  into  what 
information  they  need  to  give  to  families  has  been 
invaluable  to  us. 

We  want  to  be  sure  that  both  parent  and 
professionals  will  really  use  this  leaflet,  so  we 
want  to  involve  them  in  the  process  all  the  way. 

By  the  time  of  the  next  issue  of  Talking  Sense, 
we  should  have  a  leaflet  ready  to  present  to  you! 

News  on  Other  Usher  Publications 

Usher  Services  has  collaborated  with  Gill 
Mulliner  from  the  Genetic  Interest  Group  on  a 
school  project  to  promote  knowledge  of  genetics. 
The  teaching  pack  that  has  been  produced,  called 
Genes  and  You,  contains  case  studies  and 
information  on  several  types  of  genetic 
conditions.  Genes  and  You  touches  on  social 
context,  as  well  as  the  biology  of  inheritance  and 
is  appropriate  to  teaching  genetics  at  Key  Stage  4 
in  the  National  Curriculum.  If  you  would  like  a 
copy  of  the  pack,  please  write  to:  Loretta 
Patterson,  Marketing  Officer,  The  Wellcome 
Trust,  210  Euston  Road,  London  NW1  2BE. 

Lucy  Drescher 


, 
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of  people  with  Usher 

A  Day  for  caring  and  sharing 

Chris  Truss  describes  the  successful  day  she  co-chaired  for  parents  of  children 
and  teenagers  newly  diagnosed  with  Usher 


On  8  November  1997,  Mary  Guest  and  I  co- 
chaired  a  Parents'  Day  at  Sense  in  London.  The 
day  was  designed  for  parents  of  children  and 
teenagers  newly  diagnosed  with  Usher  syndrome. 
Gemma  Blackie  and  three  volunteers  organised  a 
Leisure  Club  for  those  children  and  young  adults 
who  had  come  with  their  parents  for  the  day. 

After  coffee,  everyone  introduced  themselves 
and  we  soon  discovered  that  families  had  travelled 
to  London  from  as  far  away  as  Newcastle  and 
North  Wales.  The  morning  began  with  an 
interesting  talk  on  the  genetics  of  Usher 
syndrome  by  Dr  Maria  Bitner,  Hon.  Senior 
Registrar  in  Clinical  Genetics  and  M.R.C. 
Clinical  Scientist  at  Great  Ormond  Street  Hospital 
NHS  Trust.  I  thought  Maria  was  very  gentle  with 
us  and  presented  her  talk  in  a  way  that  I,  and 
others,  could  follow.  We  used  two  interpreters  and 
I  thought  their  signing  of  the  scientific  terms  was 
very  professional.  I'm  currently  at  BSL  Stage  1 
and  am  just  about  mastering  phrases  like:  T  work 
hard!'  I  can't  ever  imagine  being  able  to  sign 
'recessive  genes'  ! 

mm     '  guess  we  all  got  different 
things  from  the  day  -  parents  with 
young  children  could  see  a  future  for 
their  children,  while  teenagers 
perhaps  gained  strength  from  each 
other       f  f 

Next,  Lucy  Drescher  and  Olive  Lycett 
introduced  their  project  to  produce  leaflets  funded 
by  a  grant  from  the  National  Lottery  Charities 
Board  (see  left)  and  invited  comments  and 
feedback  on  it. 

After  lunch,  two  of  my  daughters,  Dawn,  1 7, 
and  Lindsay,  18,  (who  has  Usher  syndrome)  were 


interviewed  by  Mary. 

Although  I  knew  what 

sort  of  questions  Mary 

would  ask,  I  still  felt  a 

little  uneasy  about  it  and 

I  guess  it  was  the  fear  of 

what  they  might  say! 

Anyway,  I  sat  near  the 

door  -  just  in  case.  My 

fears  however  were 

unfounded.  I  felt  very 

proud  of  Lindsay  talking 

about  how  she  coped 

with  Usher  and  how  she 

felt  about  the  future.  In  fact,  she  came  across  as 

positive  and  almost  philosophical  about  her 

future.  I  also  enjoyed  hearing  Dawn's  experiences 

as  a  sibling  growing  up  with  a  sister  who  has 

Usher.  Stephen  Joyce  and  Julian  Evans,  who  have 

Usher,  were  also  interviewed  and  this  part  of  the 

day  seemed  very  special.  I  guess  we  all  got 

different  things  from  it  -  parents  with  young 

children  could  see  a  future  for  their  children, 

while  teenagers  perhaps  gained  strength  from 

each  other. 

After  tea,  we  divided  up  into  small  groups  and 
went  off  into  separate  rooms  with  a  facilitator. 
The  purpose  of  this  part  of  the  afternoon  was  for 
people  to  share  within  a  safe  environment  their 
thoughts  and  feelings  on  the  day,  in  the  context  of 
their  particular  situation.  As  a  counsellor  myself,  I 
felt  very  privileged  to  be  facilitating  my  group 
and  sharing  my  feelings  with  other  mothers  -  a 
common  bond  seemed  to  bring  us  closer  together. 

Back  in  the  larger  group  again,  we  drew  the 
day  to  a  close.  People  were  invited  to  comment  on 
the  day  and  it  became  clear  that  it  had  been  a 
success  in  a  number  of  different  and  unexpected 
ways.  I  remember  my  daughter  Lindsey  saying: 
"Can't  we  have  days  like  this  every  three  months 
or  so?  I've  really  enjoyed  the  day  and  meeting 
other  people".  This  said  it  all,  I  guess! 

Chris  Truss 


Parents  share  concerns 
at  the  Parents'  day 
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It  has  been  fascinating  to  look  back  through  all 
the  Sense  newsletters  and  magazines  in  our 
archive.  The  whole  history  of  Sense  is  there.  In 
the  early  days  everything  that  was  going  on  was 
reported  in  the  Newsletter,  and  it  had  a  very 
intimate  feeling.  Now,  Sense  has  grown  into  a 
national  organisation  and  Talking  Sense  reaches 
readers  around  the  world. 

The  first  Newsletter  was  written  by  Peggy 
Freeman  in  April  1955  when  the  'Rubella  Group' 
consisted  of  just  ten  families.  Ten  years  later,  not 
long  after  I  joined  the  Association,  over  120 
families  received  the  newsletter  of  'The 
Deaf/Blind  and  Rubella  Children's  Association'; 
still  produced  from  home  by  Peggy  on  typed  and 
roneoed  sheets  of  foolscap.  There  were  no 
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National  Association 
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photocopiers  and  computers  in  those  days. 

The  main  content  of  these  early  newsletters 
were  the  Progress  Reports  on  the  children;  a  few 
from  as  far  away  as  Canada  and  Australia.  They 
were  such  a  valuable  source  of  help,  support  and 
information  at  a  time  when  there  was  very  little 
specialist  professional  help.  We,  like  all  the  other 
parents,  felt  very  isolated  with  our  deafblind  son, 
who  nobody  seemed  to  understand.  In  1965,  over 
half  the  members,  including  me,  wrote  progress 
reports  on  their  child  every  four  months.  Names 
and  addresses,  and  details  of  the  child's 
disabilities,  were  published,  so  that  we  could 
contact  each  other.  And  there  was  invaluable 
information  about  things  such  as  Regional 
Meetings,  books,  toys,  as  well  as  useful  articles. 

The  Newsletters  were  a  lifeline  for  me  for 
many  years,  giving  me  hope  and  encouragement 
when  we  were  struggling,  and  failing,  to  get  the 
right  support  and  services  for  Ian. 

Newsletter  No  1  of  the  'National  Association 
for  Deaf/Blind  and  Rubella  Handicapped'  was 
produced  in  Autumn  1975  after  'children'  was 
dropped  from  our  title  as  the  Association's  work 
with  adults  grew.  By  now,  there  were  fewer 
Progress  Reports,  but  there  were  regular  reports 
from  the  Regional  Organisers,  who  were  all 
parents.  Sue  Brown  for  example,  mother  of 
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Talking  Sense  has  been  though  a  lot  of  changes  since  its 
early  days  over  forty  years  ago.  Sense  Librarian  and  Archivist 
Gini  Cloke  has  been  leafing  through  some  back  copies... 

the  years 


Stephen,  wrote  about  the  Association's  first  ever 
holiday,  which  she  organised  in  the  summer  of 
1975. 

Running  the  Newsletter  passed  to  Pryce 
Owen,  the  Association's  first  employee  in  June 
1978,  and  the  style  changed  to  an  A5  stapled 
booklet  with  the  odd  photograph.  And  then  in 
summer  1981,  the  Newsletter  was  revamped  with 
professional  design  and  print  for  the  first  time, 
having  been  produced  'in  house'  for  over  26  years 
without  a  break. 

In  1984  'Sense'  became  our  everyday  name 
and  the  Newsletter  became  'Talking  Sense''  which 
it  has  remained,  with  one  change  of  style  in  1991, 
until  now.  Since  then,  as  Sense  has  become  more 
professional,  so  has  Talking  Sense,  both  in 
production  and  content,  which  has  inevitably 
meant  that  it  has  lost  some  of  the  intimacy  of 
before.  There  have  been  recent  attempts  to 
address  this,  by  including  and  extending 
'Newsleaf,  which  is  specifically  for  families  and 
Branch  members.  Hopefully  there  is  now 
something  of  interest  for  everybody,  and  I  know 
there  are  many  people,  including  me,  who  read 
every  issue  from  cover  to  cover. 

After  forty  three  years  of  continuous 
publication,  you  can  be  sure  that  I  will  be  closely 
following  the  re-designed 


^^ense 


Talking  Sense  to  see  how  it  performs.  Talking 
Sense  may  no  longer  be  the  lifeline  it  was  - 
because  awareness  and  Sense's  services  have 
grown  enormously  -  but  it  remains  very  close 
to  my  heart! 

MM     The  Newsletters  were  a 
lifeline  for  me  for  many  years, 
giving  me  hope  and  encouragement 
when  we  were  struggling,  and 
failing,  to  get  the  right  support 
and  services  for  Ian        VV 
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Saturday's 


'Saturday  clubs'  in  Northern  Ireland 

have  really  taken  off  recently. 

Richard  Devlin  explains  how 


allright  for  fum 


i 


Beginning  with  the  original  Leisurelink  project  in 
Belfast  in  1994,  the  Saturday  Clubs  have  really 
mushroomed  recently.  Based  on  the  simple  idea 
that  kids  with  special  needs  require  a  highly 
supportive  environment  to  get  the  most  out  of  a 
leisure  club,  the  clubs  have  been  very  popular  - 
probably  due  to  the  close  involvement  of  parents. 

As  brothers  and  sisters  went  off  to  the 
Brownies  or  Scouts,  our  deafblind  kids  were  often 
left  stuck  at  home.  At  first  we  ran  the  occasional 
Playday,  but  as  these  grew,  we  realised  that  a 
regular  club  was  needed.  A  couple  of  years  ago 
we  started  a  club  in  Belfast  which  was  very 
successful,  but  this  quickly  filled  up  with  eager 
kids.  We  decided  to  develop  the  clubs  on  a  more 
local  basis  to  meet  the  demand. 


u 


Kids,  being  kids,  will  stamp 


their  own  identity  upon  things  -  I 
could  best  describe  each  club  by 
telling  you  about  some  of  the 
characters  who  go  to  them       g // 

This  needed  (and  needs)  a  lot  more 
organisation  and  (wo)manpower.  Parental 
involvement  has  been  the  key.  Each  club  has 
developed  around  one  or  more  mum  and  dad  in 
each  area.  Valerie,  Anne,  Sally,  Grainne  and 
Rosemary  are  leading  figures  in  the  clubs.  We 
currently  have  two  clubs  in  Belfast,  one  in 
Carrick,  and  one  in  Newry.  Limavady  and 
Bangor/Ards  will  also  have  clubs  soon  -  all  across 
the  province  in  fact. 

Although  there  is  a  basic  structure  to  the 
clubs,  each  one  has  its  own  style.  Kids,  being 
kids,  will  stamp  their  own  identity  upon  things;  I 
could  best  describe  each  club  by  telling  you  about 
some  of  the  characters  who  go  to  them.  But  all  of 
th';m  aim  to  offer  fun,  and  a  secure  and 
stimulating  environment  where  the  kids  have 


appropriate  support.  Most  of  them  run  on  a  one- 
to-one  volunteer  to  child  ratio.  If  more  than  this  is 
is  needed  then  we  will  try  to  provide  it.  Clearly 
we  need  a  lot  of  volunteers.  Fortunately,  Northern 
Irish  people  have  a  brilliant  track  record  of 
getting  involved  locally.  We  have  had  a 
marvellous  response. 

With  four  clubs  going  already,  and  others 
coming  on  stream,  we  have  decided  to  analyse 
how  the  clubs  are  working,  and  design  a  support 
framework  that  will  allow  them  to  evolve 
securely.  One  of  the  chief  challenges,  apart  from 
child  safety,  volunteer  recruitment  and  support, 
and  training  programmes  is  the  question  of 
finance.  Although  the  clubs  are  wonderful  at 
generating  income,  this  is  usually  on  a  fairly 
modest  basis.  The  clubs  are  also  wonderfully 
frugal  -  it  has  been  years  since  I  have  seen  anyone 
stretch  a  pound  as  far  -  but  this  is  what  happens 
when  parents,  especially  mums,  get  involved. 
Each  club  aims  to  be  financially  solvent.  This  will 
require  careful  thought,  and  we  will  aim  to  offer 
training  and  support  to  allow  this  to  happen. 

Another  interesting  development  has  been  the 
interest  of  our  local  health  trusts,  including  one 
that  wants  to  develop  a  club  in  their  district  -  a 
first  for  us.  We  are  now  checking  with  families  in 
the  area  so  see  if  this  is  what  they  want.  This 
suggested  partnership  may  provide  a  useful 
template  for  the  future,  but  we  will  think  carefully 
before  committing  ourselves  to  this.  We  also  want 
to  increase  the  clubs'  frequency.  Currently  they 
run  every  other  Saturday;  ideally  we  would  like 
them  to  run  weekly. 

The  kids  don't  give  tuppence  about  such 
weighty  matters,  of  course.  What  really  matters  to 
them  is  having  a  good  time  -  swimming,  enjoying 
the  Jacuzzi  and  aromatherapy,  and  careering  down 
a  slide  at  Jungle  Jims.  Meanwhile  we  will 
continue  our  tradition  of  developing  practical 
solutions  to  the  difficulties  faced  by  our  kids  and 
their  families. 

Richard  Devlin,  Sense  Northern  Ireland 
Community  Services  Manager 
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This  issue  of  Newsleaf  contains  all  sorts  of  news  and  views 


Find  out  what  all  the  local 
branches  have  been  up  to  in 
the  Branch  News  section.  In 
the  Family  News  section 
Christine  Taylor,  responds  to 
Norman  Brown's  article  in  the 
last  issue,  describing  her 
families  very  recent 
experience  of  seeing  their  son, 
Paul,  move  into  a  Sense  home. 

Families  come  in  all 
shapes  and  sizes,  of  course, 
including  brothers  and 
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PS  Thank  you  to  Gemma  Blackie  for  the  cartoons 

IN  THE  NEXT  ISSUE 

In  the  next  issue  of  Newsleaf  we'll  be  hearing  how  the 
Family  Conference  went  and  what  everyone  got  up  to. 

Talking  Sense  will  also  be  asking  the  question  'Is 
Community  Care  Working?' We'd  really  like  to  hear 
your  views  on  this. 


sisters.  Newsleaf  reflects  this 
with  a  Siblings  News  and 
Views  page,  which  we  hope 
will  be  a  regular  feature. 

Respite  is  an  important 
issue  for  many  families  and 
is  also  high  on  Sense's 
agenda  so  we  have  produced 
a  special  feature  on  the 
subject.  Leading  us  off  is 
Brenda  Carter  with  her  views 
and  experiences,  followed  by 
a  report  of  recent  discussions 


within  Sense.  And  we've  also 
produced  a  useful  checklist 
for  families  hoping  to  use 
respite  services. 

Meanwhile  the  Voluntary 
Services  Team  at  Sense  and 
the  Family  Network  are  busy 
planning  and  running  the 
first  Network  Family 
Conference  (March  13/14/15). 
With  at  least  170  people 
attending  it  should  be  a  great 
event!  Joff  McGill 


Branch  Profile 

Name  of  the  Branch:  Midlands  Branch 

When  was  the  branch  formed?  June  1986 

Who  can  join?  Whoever  wants  to  join.  We  mainly  cover 

Warwickshire,  W  Midlands,  Derbyshire,  Shropshire  and  have 

members  from  Gloucestershire  and  Leicestershire. 

Who  is  it  for?  Families  and  interested/involved  professionals. 

Outline  the  purpose  of  the  branch:  To  help  deafblind,  their 

families  and  professionals  involved  in  their  care;  to  support 

Sense's  work  in  the  Midlands. 

What  would  you  like  to  see  the  branch  doing  this  year? 

Running  an  interesting,  successful  AGM  with  the  lead  event 

provided  by  Joff  McGill  doing  'The  Full  Monty'  and  Sense 

Director  of  Operations,  Steve  Alexander  (who  proposed  the 

event,  volunteering  as  a  member  of  the  supporting  cast!! 

How  do  you  stay  in  touch  with  the  branch's  members? 

Committee  meetings,  phone  calls,  personal  meetings,  parents 

meetings. 

Name  three  vital  ingredients  that  make  up  the  branch:  Mix 

families,  staff  and  volunteers.  Add  a  sense  of  humour,  bind  with 

staying  power  and  garnish  with  plenty  of  activity  (surely  that's 

more  than  three  -  Ed.) 

What  one  thing  would  improve  the  running  of  the  branch? 

Reduction  in  time-consuming  questionnaires!! 

Most  memorable  branch  moment?  Too  many  -  we've  forgotten. 

Most  embarrassing  branch  moment?  The  Regional  Director 

unable  to  achieve  access  to  a  meeting  in  his  own  building. 

What  would  you  like  to  see  Sense  do  that  it  does  not  do  already? 

Local  resource  centre  for  everyone  (including  bar  and  Jacuzzi  as 

well  as  toys!)  with  creche  facilities. 

In  a  perfect  world  ...  but  this  is  reality  so  ...  We'll  improve  the 

resources  we  have. 

What  would  you  most  likely  hear  said  at  a  branch  meeting? 

If  only  we  had  more  time. 

What  would  you  least  likely  hear  said  at  a  branch  meeting? 

I'll  volunteer  for  that. 
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FAMILY  NEWS 


Paul  Taylor  -  a  tale 
washing  machines 


of 


Paul  left  school  last  July  and 
took  up  a  full-time  placement 
in  Sense  West  (Birmingham) 
the  following  month.  The 
whole  experience  has  been 
painful,  exciting,  sad.  happy 
and  most  of  all  a  feeling  of 
learning  to  trust.  Yes, 
Norman's  article  in  the  last 
issue  of  Talking  Sense  really 
hit  home  with  this  family. 
Paul,  as  usual,  coped  much 
better  than  Gary,  Mark  and  I 
during  the  first  few  weeks. 

Learning  to  trust 

Paul  learnt  so  much  and 
came  to  trust  so  many  friends 
during  his  time  at  The  Drive 


Paul  on  a  Sense  Holiday 


and  the  Rebecca  Goodman 
Centre  (Whitefields  School). 
He,  and  his  class  teacher, 
developed  a  Compic  Picture 
system  of  communication 
which  he  even  used  to  have 
arguments  with.  For  example 
Paul  wanted  to  catch  a  bus  to 
the  local  tea  shop,  Marianne 
wanted  to  walk.  He  was 
communicating  over  a  real 
issue,  pointing  at  the  picture. 
In  the  end  they  walked,  with 
Paul  understanding  and 
agreeing  to  the  decision. 

All  of  Paul's  social  life 
began  at  The  Drive,  whether 
it  was  bowling,  eating  out, 
horse  riding  or  going  to  the 
fair.  He  made  friends,  the 


best  of  all  being  John  Cairns 
who  has  known  Paul  since  he 
was  12. 

Zeta  Saywell,  Laura 
Pease,  Marianne  Haylett,  the 
many  General  Assistants  and 
teaching  staff  and,  leaving  the 
first  to  last,  Peter  Turner  have 
all  contributed  to  Paul's 
education  since  1984  and 
deserve  a  huge  thank  you. 

But  since  July  it  has  been 
a  time  to  learn  to  trust  new 
people,  to  make  new  friends 
and  to  continue  his 
development  in  a  new 
environment. 

Settling  In 

Paul's  class  teacher  and  his 
residential  social  worker  took 
Paul  for  a  five-day  stay  at 
Church  Road;  he  then  moved 
into  Freeman  House  until  a 
suitable  house  within  the 
Birmingham  community  was 
found. 

Paul  has  met  his  new 
communication  teacher  who 
took  over  the  Compic  Picture 
system.  He  really  likes  the 
gym  at  Church  Road.  This  is 
a  change  as  he  was  never 
keen  on  the  gym  in  the 


£ g     Paul  and 
Tony  share  their 
love  of  vibrating 
washing 
machines       J  g 


Rebecca  Goodman  Centre. 
He  has  found  a  favourite 
place  -  sitting  on  the  wall  by 
the  main  road  on  Church 
Road  watching  the  traffic. 
With  support  from  Gini 
Cloke,  in  her  role  as  Family 
Liaison  person,  over  the  past 
months  I  too  am  learning  to 
cope  with  the  Sense  staff  and 
trusting  them.  'Learning  to 
trust'  sounds  much  better  to 
me  than  'letting  go'. 

New  Friends  and 
Washing  Machines 

Just  before  Christmas,  Paul 
and  some  of  his  friends  from 
Freeman  House  moved  into 
Brookview  Close,  Newtown, 
Birmingham,  which  is  made 
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up  of  two  brand  new  semis 
made  into  one  house.  Gary 
and  I  went  with  Paul  from 
Freeman  House  to  Brookview 
Close  on  moving  in  day. 

We  found  that  Paul  is  now 
way  past  using  furry  toys  as 
Objects  of  Reference  for 
different  places  to  sleep  (e.g. 
Humpty  Dumpty  meant  a 
stay  in  Great  Ormond  Street 
Hospital).  He  now  has  large 
wall  posters  of  a  motor  bike, 
a  racing  car,  the  Jungle  Book 
and  blonde  girls  scantily 
dressed.  Yes,  Paul  is  now  an 
adult  male  who  prefers 
blondes  but  is  not  averse  to 
flirting  with  most  young 
ladies. 

He  is  now  beginning  to 
build  new  relationships  with 
people  his  own  age  which  we 
think  is  just  great.  Paul  and 
his  friend  Tony  share  a  love 


of  vibrating  washing 
machines  and  they  only 
growl  at  each  other  now.  It's 
so  comical  to  see  them 
mumbling  away  to  each 
other.  They  are  both 
attending  a  pottery  class 
together.  By  the  way  Tony  is 
a  strapping  lad  well  over  six 
feet  and  Paul,  well  he  is  and 
will  always  be  four  feet  ten 
inches,  but  Paul  has  always 
had  a  knack  of  bringing  all 
people  'down'  to  his  level. 
Paul  is  also  building  a 
new  friendship  with  his  key 
worker  Simon.  We  knew  Paul 
was  beginning  to  trust  Simon 
when  we  heard  that  Paul  is 
beginning  to  follow  him 
around  the  house.  Paul  did 
the  same  with  John  Cairns. 

What  about  us? 

Gary  and  I  did  sink  really 
low  after  Paul  went  away.  As 


Norman  said,  we  had  to  'face 
life  on  our  own'.  No  more 
first  thoughts  of  'how  will 
this  affect  Paul?',  dashing  to 
hospital  and  all  that  added 
stress  -  It's  gone.  Verbal 
fights  with  LEAs  -  finished; 
Campaigns  on  the 
educational  rights  of  the 
deafblind  school  age  child  - 
a  thing  of  the  past. 

During  all  those  years  of 
accepting  Paul  as  he  is,  I  had 
to  keep  going  until  my  inner 


MM 


Yes,  Paul  is 
now  an  adult  male 
who  prefers 
blondes 


MM 


feelings  calmed  down.  I  had 
to  accept  that  I  had 
undiagnosed  post  natal 
depression  for  years  -  that 
was  a  real  battle!  Now  it's 
almost  gone  and  I  can  start  to 
accept  my  two  beautiful  boys 
are  young  men  with  full  lives 
ahead  of  them.  Both  Gary 
and  I  have  come  out  of  Paul's 
childhood  battle  scarred  and 
exhausted.  Yet  we  are  still 
together  and  wonder  now, 
'How  on  earth  did  we  do  it?!' 
Now  we  must  get  used  to 
people  saying  good  man,  and 
not  good  boy  to  Paul. 

Christine  Taylor 

P5  Thank  you  so  much 
Sense  Holidays  Team.  Paul 
had  his  first  holiday  at  The 
Family  Centre  Ealing  1983 
with  Lindy  and  his  last  with 
Joffin  Cromer  1997. 


On  yer  Bike! 


That's  how  Iain  Bailey-Stokes  decided  he  could  raise 
money  for  Sense  and  show  his  admiration  for  his  friend 
Zara- Jayne  Arnold,  who  was  born  with  CHARGE. 

Zara  and  Iain's  mums  met  when  they  were  in  hospital: 
they  have  remained  close  ever  since  and  the  children  have 
developed  a  strong  friendship. 

Iain,  who  raised  money  for  Sense  last  year  said:  "This 
year  I  wanted  to  do  something  special  again".  And  special 
it  was  as  he  raised  over  £500!  "I  am  absolutely  amazed  at 
the  amount  he's  raised"  was  his  Mum's  reaction. 

Zara's  mum  also  pointed  out  the  value  of  Iain  raising 
awareness  as  well  as  money.  "It  is  important  that  people 
have  accepted  Zara's  disability.  She's  a  bright  child  but  she 
has  worked  hard  at  that". 

Of  course  perhaps  the  most  important  part  of  the  story 
is  the  reason  that  the  whole  venture  started  in  the  first 
place  -  "Zara  is  pleased  that  Iain  is  her  friend". 


lain  Bailey-Stokes  and  his  friend  Zara-Jayne  Arnold  present  the 
cheque  to  David  Levey  from  Sense 
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RESPITE  CARE 


I  have  a  daughter  Janet 
who  is  35  years  old  who 
loves  her  respite  -  it's  a 
change  from  her  daily 
routine  -  and  as  a  family 
we  need  respite. 

It  is  a  never  ending  battle 
in  this  pan  of  the  country  and 
here  is  the  latest  version! 

Janet  attends  Richardson 
House  in  Blackburn  (which  is 
run  by  the  R.N.I. D. )  two  days 
a  week.  It  has  a  long  stay 
assessment  unit  as  well  as  a 
respite  unit.  They  informed 
us  that  they  could  provide 
weekend  respite  if  we 
received  the  funding. 

Along  with  Janet "s  Social 
Worker.  David  and  Cathy 
Lloyd  (The  Development 
Officer  for  Sense  in  the 
North  West),  we  attended 
a  meeting  with  a  Social 
Sen  ices  Purchasing 
Manager,  who  finally  agreed 
that  Janet  could  ha\e  an  extra 

f.cnd  a  month  at 


Richardson  House,  when  it 
was  needed.  We  were  told 
that  we  would  have  to  give 
our  dates  to  David  and  it 
would  go  in  front  of  the 
purchasing  panel  that 
particular  month. 

I  was  on  cloud  nine  -  at 
last  we  were  getting  there 
with  respite.  I  attended  a 
Carers"  Information  Day  a 
few  weeks  later  and  the 
Purchasing  Manager  was  a 
guest  speaker  on  the  panel. 
I  listened  to  all  kinds  of 
questions  and  answers 
regarding  respite  and  at  the 
end  of  the  session  I  stood  up 
and  said:  "I've  been  a  Carer 
for  35  years  and  we  are  just 
achieving  what  we  need 
with  respite.  Its  been  a  hard 
battle,  but  you  have  to  stick 
in  there  and  hold  onto  your 
dreams '. 

A  week  later  my  bubble 
was  about  to  burst.  Janet  was 
due  to  go  into  Richardson 
House  on  the  Friday,  and  on 
the  Wednesday  afternoon  I 


A  Family  View 

by  Brenda  Carter.  Sense  North  West  Branch 

'Respite'  sometimes  I  wish  I'd  never  come 
across  this  word,  because  it  has  caused  so 
many  problems  in  our  family  life. 


Janet  enjoying  a  break 

was  informed  by  my  husband 
Jack,  that  Janet's  Social 
W7orker  -  David  had  phoned 
to  say  he'd  received  an  e-mail 
stating  that  funding  had  not 
been  provided  for  Richardson 
House  by  the  purchasing 
panel.  I  was  in  a  state  of 
shock.  I  immediately  phoned 
the  Purchasing  Manager,  who 
was  unavailable  and  at  4.45 
pm.  I  left  a  message  with  his 
secretary  saying  that  I  needed 
to  talk  with  him  urgently. 

I  came  off  the  phone  and 
burst  into  tears.  I  was  so 
angry  and  frustrated  -  did 
these  people  realise  how 
much  they  were  'messing  up" 
people's  lives  ?  Did  they 
really  care?  Janet  loves  her 


respite,  and  we  communicate 
forthcoming  events  to  her 
using  a  pin  board  with 
objects  and  pictures.  At  the 
beginning  of  the  week  we 
had  put  a  picture  of 
Richardson  House  and  the 
bedroom  key  she  uses  there, 
on  the  Friday  square.  Janet 
had  already  started  to  pack 
her  suitcase.  To  tell  her  that 
she  would  not  be  going,  by 
removing  the  symbols  from 
the  square,  would  have 
caused  her  great  distress 
and  she  would  be  screaming 
and  shouting  for  hours. 

At  5.30pm  the  Purchasing 
Manager  phoned  and  I 
told  him  how  upset  and 
disappointed  I  was  -  he 
said  there  had  been  a 
misunderstandina  and  that 


mm      We  love  Janet  to  bits  but  without 


respite  we  would  never 
have  survived  mm 
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Give  us  a  break! 


Sense  is  supporting  Huw  Edward  MP's  Bill  (to  be 
debated  in  the  Commons  on  the  16th  March)  to  ensure 
that  local  authorities  include  the  needs  of  disabled  people 
and  their  carers  for  short-term  breaks,  in  their  assessment 
procedures.  A  ten-minute-rule  has  no  chance  of 
becoming  law  but  it  is  a  good  way  of  raising  awareness. 
Sense  will  highlight  the  need  for  a  continuum  of  well- 
funded  flexible  services  from  short  term  residential  care, 
to  home-based  respite  and  holiday  schemes. 


Respite  care  gives  families  a  much-needed  break,  and 
offers  new  experiences  to  deafblind  people 


If    Janet  loves  her  respite,  and  we 
communicate  forthcoming  events  to  her  using  a 
pin  board  with  objects  and  pictures      mm 


funding  had  been  provided 
for  Janet's  respite. 

This  leaves  only  two 
questions:  Who  sent  the 
'E-mail'  to  the  Social 
Worker?  and  If  I  hadn't 
phoned  and  left  numerous 
messages  would  Janet 
have  had  her  respite  that 
weekend? 

Janet  first  had  respite 
when  she  was  fifteen  so  we 
could  have  a  holiday  with  our 
two  other  daughters,  Jane  and 
Joanne.  It's  been  the  hardest 
part  of  our  lives  striving  to 
get  the  respite  we  need  and 


we  are  still  striving.  Jane  and 
Joanne  have  grown  up  with 
it.  We  love  Janet  to  bits  but 
without  respite  we  would 
never  have  survived.  I  need 
time  and  space  to  go  out  with 
friends  and  to  switch  off! ! 
A  final  thought:  Social 
Services  provision  in  this 
area  has  a  very  high  demand 
for  places.  As  a  result,  I  have 
been  allocated  a  maximum  of 
28  days  from  April  1998  up 
to  March  1999  -  How  about 
that  for  having  to  juggle  with 
a  calendar! ! 
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RESPITE 


What  is  happening 
within  Sense? 


Brenda  and  Janet  are  not 
the  only  ones  for  whom 
respite  is  both  a  relief  and  a 
torment. 

At  a  recent  workshop 
during  a  Bristol  Family  Day. 
participants  (families  and 
respite  providers)  highlighted 
many  key  points.  To  start 
with,  families  need 
information  about  respite; 
they  need  to  be  able  to  ask 
for  respite;  to  know  where 
to  ask:  and  to  know  what  to 
ask  for. 

Families  then  have  to 
think  through  what  it  means 
to  them  to  use  a  respite 
service,  including  learning  to 
accept  that  they  have  asked 


for  help.  Using  a  service  also 
means  deciding  what  is 
essential  in  terms  of  care  for 
their  child  and  perhaps  what 
can  be  'let  go'  for  a  weekend 
evening  etc. 

This  process  can  only 
be  helped  if  families  are 
encouraged  to  ask  lots  of 
questions  and  if  they  can  be 
open  and  honest  in  giving 
information  about  their  child. 
Regular  updates,  to  those 
providing  the  respite  and 
feedback  on  how-  the  break 
went  for  the  child  or  adult 
are  also  helpful.  Parents 
found  the  use  of  diaries  or 


scrapbooks  particularly 
helpful  in  understanding  what 
their  child  has  been  up  to  and 
whether  or  not  they  have  had 
a  good  time. 

National  discussions 
and  planned  action 

Family  Forum,  the  Sense 
special  interest  group  made 
up  of  Branch  representatives, 
has  also  recently  discussed 
the  issue  of  respite.  They 
talked  about  what  was 
available  nationally,  what  was 
still  needed  and  what  Sense 
should  be  doing.  As  you  can 
imagine,  the  needs  were 
many  and  varied  showing 


A  respite  checklist  for  (and  by)  families 


just  how  flexible  respite 
services  need  to  be. 

Family  Forum  sought  a 
strong  commitment  from 
Sense  to  look  into  ways  of 
providing  respite  services. 
This  echoed  discussions  that 
Sense's  Senior  Management 
Team  were  having,  and  led  to 
the  setting  up  of  a  Respite 
Group  involving  Sense  staff 
and  a  parent.  This  group  has 
met  twice  and  decided  to  run 
a  number  of  pilot  projects 
that  will  be  reviewed  to  see 
what  is  the  best  way  forward. 
Watch  this  space  for  more 
details  in  future  issues  of 
Newsleaf. 


Newsleaf  will  always  be  a  newsletter  for  and  by 
families,  so  perhaps  it  is  right  to  finish  this 
special  feature  on  respite  with  a  checklist  for 

Are  you  able  to?: 

•  ask  for  help 

•  recognize  the  need  for  a  break 

•  enjoy  time  for  yourselves  when  you  don't  have  to 
worry  (feelings  of  guilt  can  get  in  the  way  of  this) 

•  give  honest  information  about  your  child/young 
adult's  needs  to  the  respite  service 

•  receive  feedback  about  your  child/young  adult 

•  ask  whether  staff  are  appropriately  trained 

•  ask  how  the  service  is  able  to  meet  your 
child/young  adult's  communication,  information 
and  mobility  needs 


families.  It  has  been  put  together  from  the 
discussions  that  took  place  at  the  Bristol 
Family  Day  and  at  Family  Forum. 

Is  the  service?: 

•  something  your  child/young  adult  will  want  to 
return  to 

•  providing  your  child  young  adult  opportunities  for 
friendship,  independence  and  contact  with  peers 

•  appropriate  to  a  deafblind  person's 
communication,  information  and  mobility  needs 

•  accessible  in  terms  of  both  time  and  distance 

•  knowledgeable  about  dual  sensory  impairment 

•  able  to  ask  about  your  child/young  adult's  needs 

•  able  to  provide  you  with  feedback  about  what 
your  child/young  adult  has  been  up  to 

•  in  a  safe  environment 
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Brothers  and  Sisters 

are  doing  it  for  themselves! 

Tracey  Good  introduces  a  new  and,  we  hope,  regular  page  as  siblings  stake  their  claim  to  Newsleaf. 


There  has  been  a  lot  of  talk 
over  the  years  about 
providing  a  better  service  for 
the  brothers  and  sisters  of 
deafblind  people.  Well,  now 
something  has  happened  - 
we  have  been  offered  this 
page  within  Newsleaf  to 
share  our  news,  views  and 
experiences.  I  jumped  at  the 
chance  (either  that,  or 
someone  caught  me  off 
guard!)  and  hope  that  you 
will  join  me  in  future 
editions. 

Because  this  is  the  first, 
I  thought  I  would  put  down 
some  ideas  and  you  can  let 


me  know  what  you  think. 

What  it  might  mean 
to  be  a  sib? 

Brothers  and  sisters  come  in 
all  shapes,  sizes  and  ages.  All 
our  experiences  are  different, 
even  when  we  come  from  the 
same  family. 

We  may  take  part  in 
feeding,  bathing,  dressing, 
guiding,  teaching,  school 
runs,  sharing,  decision 
making  and,  most  of  all, 
loving.  Even  parents  of  very 
young  sibs  have  mentioned  to 
me  how  their  children  seem 


to  take  on  these  roles  at  such 
a  young  age.  This  potential 
role  as  a  part-time  carer,  can 
be  overlooked  sometimes,  if 
only  unintentionally. 

Picture  this:  When  I  was 
14  I  attended  a  'Family  Day', 
organised  by  a  disability 
organisation.  My  parents  are 
ushered  into  one  corner  to  do 
workshops  on  'Getting  what 
you  want  from  authorities' 
and  'Sharing  experiences'. 
Mark  and  Gerry  go  to  the 
leisure  club  where  they  take 
part  in  clay  modelling  and 
swimming.  And  me?  Well  I 
find  myself  acting  as  an  extra 


pair  of  hands.  At  14  I'd  rather 
have  gone  iceskating  with 
like  minded  siblings,  had  a 
laugh  and  shared  a  few  of  my 
own  feelings. 

What  about  you?  Would 
you  have  been  happy  to  act 
as  carer  in  the  Leisure  Club? 
Would  you  have  preferred  to 
spend  the  day  with  your  own 
friends?  Is  your  experience 
different  to  the  one  I  have 
outlined? 

Something  for  us 

Maybe  there  isn't  one  answer, 
but  I  do  feel  that  it  would  be 
nice  if  there  was  something 
just  for  ourselves.  And  that's 
what  this  page  is,  it's  for  you 


So  if  there's  something  you  want  to  see  on  this  page  then  contact  me  by  writing  to: 
Tracey  Good,  Newsleaf  Siblings  Page,  Sense,  11-13  Clifton  Terrace,  London  N4  3SR. 

look  forward  to  hearing  from  you  and  take  care  till  next  time! 


Tracey 


P5      What  do  you  think  about  the  term  'Siblings'  -  does  it  mean  anything  to  you,  do  you 

like  it  or  hate  it,  can  you  think  of  a  better  term?  Let  me  know. 
PP3    What  would  you  like  to  see  this  page  called?  Please  send  any  ideas  on  a  postcard  and 

there  will  be  a  small  prize  for  the  best  suggestion!! 
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Branch  News 


North  West 

The  Branch  is  looking 
forward  to  our  first 
Awareness  Day  to  be  held  in 
the  North  West  on  Friday 
13th  March  in  Blackpool, 
followed  by  the  Family 
Network  weekend. 

We  have  been  planning 
the  day  at  recent  Branch 
meetings  under  the  guidance 
of  Sense  North  Staff.  Entitled 
"Perspectives  on  Dual 
Sensory  Impairment',  we 
hope  it  will  be  a  great 
success. 

Midlands 

The  Branch  have  been 
supporting  recent 
developments  of  the  Parents 
group  in  the  area.  They  have 
made  a  donation  to  the  Toy 
Library,  which  the  region  has 
matched.  Other  plans  for  the 
group  include  a  Youth  group 
which  has  funding  for  8  days 
and  plans  to  use  volunteers. 
A  pilot  was  held  before 
Christmas  and  plans  for 
regular  'Saturday  Clubs'  are 
well  under  way. 

Future  events  include  a 
family  picnic  on  the  7th  June, 
a  parents  meeting  on  the  14th 
lebruary  and  Branch 
involvement  in  the  Midlands 
Service  User  Weekend. 

Essex 

The  latest  edition  of 
"esSense",  the  Branch's 
newsletter,  has  been 
produced  and  is  full  of  useful 
information  and  news  of 
what's  happening  in  hsscx. 

V  y,ent  branch  events 
have  included  an 


'Introduction  to  Mobility 
Issues'  talk  involving  5 
deafblind  people  discussing 
their  mobility  needs.  Future 
events  include  the  AGM  to  be 
held  in  May  and  a  Quiz 
night. 

Northern  Ireland 

The  regional  office  has 
moved  from  the  site  at 
Knockbracken  to  an  area  six 
miles  from  the  centre  of 
Belfast.  The  site  includes  a 
Family  Centre,  which  many 
staff,  families  and  supporters 
enjoyed  visiting  during  an 
'Open  Night'! 

South  Coast  Branch 

Regular  contact  has  been 
maintained  with  Social 
Services  discussing  the  needs 
of  people  who  are  deafblind 
and  multi-sensory  impaired 
and  the  services  available  to 
them.  It  was  decided  to 
arrange  a  formal  meeting 
with  both  Social  Services  and 
other  Voluntary  Organisations 
which  the  Branch  funded  and 
Social  Services  supported. 

The  meeting  looked  at 
several  important  questions 
focusing  on  what  is  currently 
available  for  deafblind  people 
in  East  Sussex,  what  is  not 
available,  what  works,  what 
does  not  work  and  future 
priorities. 

In  conclusion,  a  clear 
priority  was  the  need  to 
provide  clear  information  on 
the  availability  of  services 
and  how  to  access  them.  It 
was  also  pointed  out  that 
while  the  statutory 
organisations  needed  to  drive 
forward  and  develop  services 
in  hast  Sussex,  involvement 


of  users,  carers,  parents  and 
others  is  vital. 

Cymru 

For  a  number  of  years  the 
Summer  Get-Togethers  have 
been  a  highlight  of  the 
Branch  year.  In  the  South  we 
always  meet  at  the  Dinas 
Country  Club  and  Leisure 
Park  near  Fishguard,  where 
we  enjoy  a  meal  in  the 
Clubhouse  before  relaxing  in 
and  around  our  caravan,  or 
for  the  more  energetic  there 
is  the  chance  to  go  for  a 
swim  or  a  walk.  Of  course 
there  is  always  plenty  of  chat 
as  friends  meet  up.  This 
year's  gathering  is  planned 
for  Saturday  June  27th. 

In  North  Wales,  where  the 
population  is  more  scattered, 
we  have  moved  the  venue 
each  year  so  that  the  same 
families  do  not  always  have 
difficult  journeys,  meeting  at 
Llandudno  in  1995,  Pwllheli 


in  1996  and  Wrexham  in 
1997.  This  year  we  will  meet 
on  Saturday  May  2nd  at  the 
Rhyl  Leisure  Centre,  where 
there  will  be  plenty  of 
exciting  activities  for  the 
children  and  young  people, 
while  the  adults  will  have  the 
opportunity  to  take  part  in  a 
workshop  to  plan  the  way 
forward  for  the  group  in 
North  Wales.  We  have  asked 
Sense  for  help  in  running  a 
Leisure  Club  for  the 
youngsters  and  would  be 
grateful  for  volunteers  from 
the  area  for  this.  Please 
contact  Joff  or  Gemma  on 
0171  272  7774  if  you  are 
interested. 

Although  the  Get- 
Togethers  are  planned  to 
give  families  in  Wales  the 
opportunity  to  meet  up, 
we  are  always  pleased  to 
welcome  friends  from  over 
the  border,  so  do  join  us  if 
you  can. 


Caravans  for  hire 


Fancy  a  break  this  year? 
Want  to  explore  the 
Lake  District? 
The  North  West  Branch 
have  a  caravan  that  is 
available  for  hire  to 
Sense  Families  at  very 
reasonable  rates. 
The  caravan  is  in  the 
Lake  District,  near 
Grange  over  Sands.  To 
make  sure  you  can  book 
a  place  at  the  time  you 
want  call  early  by 
ringing  Brenda  Carter 
of  the  Branch  on 
01257  451920. 


The  Welsh  Branch  have  a 
luxury  six  berth  caravan  at 
Dinas  Cross  Country  Club 
near  Fishguard  in  the 
beautiful  Pembrokeshire 
Park,  West  Wales. 
Facilities  include  3 
bedrooms  (1  double,  4 
singles),  bathroom,  separate 
toilet,  lounge  with  colour 
TV  and  kitchen.  The  park 
has  an  outdoor  swimming 
pool,  children's  play  area, 
bar  and  restaurant.  For 
more  information  and  to 
make  a  booking  contact 
01222-880  606 
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FEATURES 


Ask  the  family.. 


That's  what  we  are  trying  to  do  at  Sense  East. 
The  region  is  geographically  remote,  mostly 
rural  and  our  families  rarely  live  anywhere 
near  to  one  another. 

It  makes  getting  together  very  difficult  and 
many  of  our  mums,  dads  and  carers  yearn  to 
follow  the  myriad  of  pursuits,  hobbies  and 
interests  available  to  them  locally,  but  not 
necessarily  involving  disability,  children  and  (dare 
I  say  it!)  Sense.  Yet  they  still  want  information 
and  contact. 

The  Outreach  team  try  to  keep  in  contact  with 
families  and  individuals  throughout  the  Region  in 
a  variety  of  ways.  Certainly,  we  visit  when  we 
can,  if  invited.  The  telephone  is  a  great  invention 
without  a  doubt,  and  we  have  family  days,  parties, 
holiday  weekends  and  activity  weeks  through  the 
summer  holidays. 

We  also  have  a  'Families  in  Touch'  newsletter 
which  is  sent  out  across  the  region  regularly.  It 
has  no  regular  circulation  dates  or  set  format  -  we 
simply  send  out  a  newsheet  when  there  is  enough 
news  to  fill  more  than  two  sides  of  A4  paper.  It 
contains  oddments  of  regional  information,  things 
to  look  out  for,  new  publications  to  read  or  useful 
items  which  are  available  to  buy.  It  is  available  for 
parents  to  ask  one  another  for  information,  talk 
about  something  of  interest,  or  sell  or  swap 
equipment. 

The  'Parents'  Forum'  is  quite  new.  We  asked  if 
anyone  was  interested  in  forming  a  group  to  meet 
twice  a  year  to  help  us  evaluate  the  range  of 
support  services  we  offer.  Six  parents  (along  with 


Margaret  White,  a  good  friend  of  the  team)  have 
volunteered  and  they  meet  over  lunch  and  discuss 
what  we  do,  how  we  do  it,  how  to  do  it  better  and 
any  other  issues  they  choose  to  put  forward.  The 
last  meeting  talked  about  the  Education  Green 
Paper  'Excellence  in  Schools'.  They  also 
expressed  concern  about  the  lack  of  young 
parents  who  belong  to  the  local  Sense  Branch  and 
want  to  find  out  why  and  what,  if  anything,  can 
be  done  to  help  the  Branch  recruit  new  members. 

We  want  our  service  users  to  shape  what  we 
do,  and  to  suggest  how  we  can  do  it  better.  So  it 
came  as  no  surprise  when,  last  year,  a  number  of 
parents  suggested  that  a  sitting  service  would  be 
really  helpful.  Already,  with  the  experience  of  our 
Parents'  Forum  to  guide  us,  we  have  started 
making  enquiries  about  how  we  can  achieve  this 
and  have  even  got  one  sitter  sitting!  It  has  been 
suggested  that  some  kind  of  sitting  circle  be 
formed  by  the  parents  themselves  with  us  as 
booking  agents.  Whatever  we  come  up  with,  it 
will  be  a  united  effort  and  we  can  use  'Families  in 
Touch'  to  keep  everyone  informed  of  our 
progress. 

It  is  our  job  as  Outreach  workers  to  provide  a 
range  of  services  to  match  the  needs  of  our 
families  and  their  dependants.  What  we  think  they 
need  may  not  actually  be  what  they  want,  and  we 
won't  know  if  we  don't  ask  them.  More 
importantly,  it  is  not  enough  to  ask;  we  need  to 
develop  active  listening  skills  and  the  ability  to 
make  things  happen. 

Moira  Barratt  Outreach  Services  Manager 


We  want  our 


service  users  to 


shape  what  we  do, 
and  to  suggest 


how  we  can 


do  it  better 


Russell  meets  Lesley 

Lesley  Joseph,  alias  Dorian  Green  in  BBCl's  Birds  of  a 
Feather,  talks  to  Russell  Gilmore,  who  has  Usher 
syndrome,  using  a  few  signs  of  hands-on  communication 
that  interpreter  Siddha  Richardson  had  taught  her. 
Lesley  was  appearing  in  Dick  Whittington  at  the 
Wimbledon  Theatre  and  Russell  was  her  special  guest. 
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FUNDRAISING 


Chelsea  Flower  Show 


Preparations  are  already  underway  for  this  year's  Sense 
awareness  campaign.  As  beneficiaries  of  the  Chelsea  Flower 
Show  Gala  Evening  to  be  held  on  the  18th  May  this  year,  the 
message  we  will  be  communicating  is  the  importance  of  all  our 
senses.  Our  relationship  with  the  horticultural  show  enables  us 
to  explain  the  importance  of  scent,  taste  and  touch.  As  well  as 
receiving  the  of  proceeds  of  the  Gala  Evening,  our  partnership 
with  Wyevale  Garden  Centres  will  also  raise  funds  for  Sense  as 
well  as  awareness  of  our  work. 

Wyevale  have  developed  a  special  promotion  to  complement 
their  spectacularly  scented  Herb  Garden  which  will  be 
displayed  at  Chelsea  this  year.  Endorsed  by  Antony  Worrall- 
Thompson.  the  Herb  Promotion  will  highlight  the  work  of 


Sense  to  all  existing  and 
potential  customers. 
Our  gratitude  goes  to 
Wyevale  for  all  their 
support;  here's  hoping 
for  a  Gold  Medal  this 
year! 

Our  Patron,  HRH 
Princess  Anne  will  be 
attending  the  Gala  Evening  and 
Sense  will  have  a  stand  at  the  show  for  the  week  to  display  and 
promote  the  craft  and  woodwork  made  by  service-users  at 
Sense  East  and  Sense  West. 


Show  willing  in 
valuing  the  family 


Even  in  this  modern  age  where  we  can  use 
telephones,  faxes  and  e-mail  to  communicate,  there 
is  nothing  like  sitting  down  with  our  loved  ones, 
the  ones  we  trust,  and  strengthening  the  bond  that 
personal  contact  with  them  brings. 

Sense  has  always  been  proud  of  its  family 
origins,  which  are  as  important  as  ever  as  we 
approach  the  millennium.  With  its  network  of 
branches  and  regions,  Sense  is  like  a  very  large 
family  -  one  which  listens,  shares,  cherishes  and 
provides  advice. 

So  it  is  merely  an  extension  of  these  family 
principles  that  we  are  now  acknowledging  the 
importance  of  each  of  us  looking  after  the  family 
by  making  a  Will.  After  attending  to  the  needs 
of  our  dependants,  relatives  and  friends,  we  have 
the  opportunity  to  remember  those  charities  and 
organisations  we  support  or  have  over  time 
supported  us. 

As  with  many  charities,  legacies  are  important 
to  Sense  as  an  increasing  portion  of  our  income.  In 
order  to  plan  for  the  future  of  deafblind  people,  we 
need  to  secure  long-term  funding  and  legacy 
pledges  help  us  to  do  this. 

We  can  all  help  to  ensure  Sense's  future,  to 
strengthen  the  bond  with  this  family,  by  leaving  a 
legacy  in  our  Will,  lor  further  information  or  to 
arrange  a  home  visit  to  discuss  wills,  please 
contact  Sense's  Legacy  Officer,  Irene  Handley, 
on  01273  679492. 


Keane  support 
for 


Dillie  Keane, 
founder  member  of 
revue  act  Fascinating 
Aida,  began  to 
support  Sense  after 
experiencing  a  slight 
loss  of  vision  in  one 
eye  and  hearing  in 
one  ear.  Dillie  feels 
she  can  identify 
with  the  needs  and 
concerns  of  those 
with  visual  and 
hearing  impairments 
and  the  issues  Sense 
addresses. 

In  October  last  year,  Dillie  visited  Sense's  Family  Centre  in 
Ealing  and  spoke  with  staff,  keen  to  understand  more  about  the 
challenges  deafblind  people  and  their  families  face.  Then, 
embarking  on  the  latest  national  tour  of  Fascinating  Aida, 
entertaining  audiences  with  the  topics  of  'new  men',  'ladies 
who  lunch'  and  'it  girls',  Dillie  and  her  co-performers,  Adele 
Anderson  and  Issy  van  Randwyck,  decided  to  use  this 
opportunity  to  mention  the  work  of  Sense  to  a  wider  audience. 
A  collection  was  held  at  the  end  of  each  performance,  and  as 
the  UK  tour  came  to  its  triumphant  finale  at  the  Hammersmith 
Lyric,  the  total  raised  had  reached  a  truly  fantastic  and 
fascinating  £7,000. 
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Swelling  the  coffers! 


Community  fundraising  has  created  a  special  service  for 
churches  and  congregations  wishing  to  celebrate  the  gift  of  our 
senses,  by  considering  people  who  are  deaf  and  blind. 

Following  the  standard  Anglican  church  service  format,  the 
comprehensive  service  includes  suggestions  for  readings, 
hymns  and  prayers.  The  service,  available  to  all,  is  provided  as 
a  pack  with  supporting  information  about  deafblindness  and  the 
work  of  Sense. 


Sense  is  seeking  to  raise  people's  awareness  of  disabilities 
and  fund  their  work  in  helping  families  with  deafblind  children 
through  their  early  years,  by  providing  this  special  service. 
Churches  who  would  like  to  receive  the  service  pack  are 
requested  to  make  a  donation  or  hold  a  FR  collection  to  help 
fund  Sense's  work. 

For  more  information  or  a  copy  of  the  service,  please  contact 
Alison  Holland  at  The  Princess  Royal  Centre  on  0121  687  1606. 


<223I&1 


Sense  is  to  benefit  from  all 
subscriptions  to  the  Young 
Telegraph  Club  in  1998.  Every 
young  reader  who  joins  the  club 
associated  with  the  Saturday 
Telegraph's  Young  Telegraph 
supplement,  will  have  part  of 
their  subscription  fee  donated 
to  Sense.  £4,000  is  expected  to 
be  raised  within  the  year  and 
the  partnership  is  a  great 
opportunity  for  Sense  to  raise 
awareness  of  deafblindness  and 
our  work  to  children. 


van  Geest 
Foundation 

After  supporting  the  work  of  Sense 
East  for  a  number  of  years,  The  John 
and  Lucille  van  Geest  Foundation 
have  followed  a  grant  of  £10,000 
made  in  1997,  with  a  donation  of 
£50,000  to  cover  the  cost  of  Sense 
employing  a  full-time  Regional 
Advisory  Officer  over  the  next  two 
years.  This  most  valued  support 
strengthens  the  ability  of  Sense  East  to 
address  the  needs  of  deafblind  people 
and  their  families  in  the  region. 


Northern  Unity 
Appeal  -  Update 
Spring  1998 

The  last  edition  of  Talking  Sense  reported  the 
launch  by  Princess  Anne  of  the  Northern  Unity 
Appeal  for  £260,000  in  Leeds.  Since  the 
successful  fundraising  Appeal  lunch,  the 
Northern  Unity  Appeal  Committee  has  been 
established  with  committee  members  including 
senior  representatives  from  Forte,  Addleshaw 
Booth  &  Co.  and  Abbey  National,  meeting  for 
the  first  time  in  January.  Further  support  has 
been  pledged  by  the  charitable  trusts  of  The 
Abbey  National,  The  Wakefield  District 
Hospital,  The  Halifax,  and  Redrow  Homes  have 
adopted  Sense  their  Charity  of  the  Year  in  1999. 


SENSE  TRADING 
The  Voluntary  Force 


Without  our  committed  army  of  volunteers,  the  success  of 
Sense's  charity  shops  would  not  happen.  As  Her  Royal 
Highness  plans  to  visit  another  of  our  shops,  this  time  in 
Skegness,  the  recognition  of  the  support  of  all  our  volunteers 
grows.  Once  again  Princess  Anne  will  meet  with  staff  and 
volunteers  to  recognise  their  achievements. 

The  spotlight  has  truly  been  on  our  volunteers  recently: 


The  BBC  turned  to  them  in  February  as  part  of  its  Make 
Yourself  Useful  Week.  All  BBC  l  Daytime  programmes  were 
adapted  to  highlight  the  work  of  voluntary  organisations  and 
the  opportunities  provided  by  volunteering.  An  appeal  was  put 
out  on  behalf  of  Sense  Trading,  asking  for  further  assistance 
for  anyone  who  has  the  time  to  offer  to  help  Sense  shops. 
Also  to  show  our  appreciation  of  their  dedication  and 
support,  long-serving  volunteers  in  Peterborough  were  awarded 
with  Certificates  of  Appreciation  at  a  special  regional  ceremony. 
Our  gratitude  must  also  go  to  all  our  volunteers  throughout  the 
country  who  generously  give  their  time  for  Sense. 


Ready  and  Willing 

Sense  shops  will  shortly  be  able  to  provide  their  customers  \\  it li 
all  the  information  they  should  need  in  order  to  make  a  will  or 
leave  a  legacy. 

Information,  with  an  introduction  written  by  Sense s 
recently  appointed  Legacy  Officer,  Irene  Handley.  will  appear 
in  the  next  edition  of  Talking  Shop,  available  from  all  Sense 
charity  shops. 
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SENSE  PEOPLE 


over  to  Sidney 


Sidney  has  been  attending  the  Education  Centre 
for  the  past  two  years.  About  six  months  ago  he 
showed  an  interest  in  learning  to  type.  We  have 
been  working  through  a  typing  programme 
devised  at  Sense  East.  Sidney  has  made  great 
progress  and  was  asked  to  write  an  article  about 
his  experiences  with  Sense  Northern  Ireland. 

Tania  Marshall 

Education  Tutor,  Sense  Northern  Ireland 

"My  name  is  Sidney  Beggs.  I  am  registered  as  a 
deafblind  person.  I  come  to  Sense  on  Wednesday 
and  Friday  and  I  like  it  very  much.  I  do  music, 
arts,  exercise  bike,  cooking,  massage  mat  and 
computer.  I  also  play  games,  my  favourite  being 
beetle.  On  Friday  Tania  takes  me  to  the  shops  and 
we  go  to  a  cafe  called  the  Oasis.  The  people  are 


very  nice.  I  was  talking  to  the  manageress.  Her 
name  Shiela  and  she  is  going  to  give  me  an  Ulster 
fry.  The  staff  at  Sense  are  also  very  nice.  I  like 
Meta,  the  lady  who  does  music.  At  the  moment 
we  are  recording  a  tape  of  hymns.  I  also  like  Joan, 
our  kitchen  tutor.  They  are  all  very  nice. 

I  gave  lady  Mayhew  the  wife  of  the  former 
secretary  of  state  a  little  plaque  on  our  opening 
day.  I  also  met  Princess  Anne.  Gerry  Anderson 
has  promised  to  come  and  see  us  but  dear  knows 
when  that  will  be.  This  is  all  I  have  to  say  as  my 
cousin  is  coming  any  moment  and  I  must  go  and 
wait  for  her.  So  goodbye  Miss  Computer  see  you 
again  some  time!" 

Sidney  Beggs 
Sense  N  Ireland 


A  Tribute  to  Graham  Boyd 
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How  do  you  begin  to  write  in  a  few  short 
paragraphs  about  how  much  a  client  is  going  to 
be  missed  when  he  dies  unexpectedly  within  his 
community  house,  which  is  your  workplace? 
Is  it  possible  to  convey  how  much  he  had 
achieved  in  such  a  short  time?  I  think  not. 
Graham  was  Graham:  unique,  individual,  funny, 
strong,  determined.  The  key  to  his  success  in 
stepping  into  a  very  different  and  new 

environment  was  his 
own  gradual  acceptance 
of  change,  as  well  as 
his  family's  support  and 
encouragement  to  both 
Graham  and  staff. 
Overall,  it  was  the 
openness  and 
communication  between 
all  concerned  in 
Graham's  care.  The  staff 
team  listened  to  his 
requests,  observed  his 
moods,  assisted  him 
and  respected  his  space, 
which  went  a  long  way 
in  enabling  Graham  to 


establish  himself  in  a  new  setting. 

Videos,  music,  photographs  and  memories  last 
forever:  'Ping!'  he'd  say  every  time  the  microwave 
stopped  ...'This  is  the  last!'  he'd  say  when  he  was 
introduced  to  new  or  different  experiences  ... 
Singing  along  to  tapes  -  the  60s! 

Chatting  to,  and  asking  after,  other  clients  - 
this  communication  made  everyone  feel 
individual  and  it  appeared  to  help  Graham  relate 
to  others  on  a  one-to-one  basis.  One  phrase  in 
particular  said  so  much  to  so  many  of  us  on  his 
first  visit  to  Westport  House,  Dundee.  'Excuse 
me,  I  was  just  thinking:  your  car's  outside.'  That 
first  step  was  such  a  big  one  for  Graham  -  he'd 
visited  the  house,  and  for  him  it  was  time  to 
leave.  As  carers  it  is  so  important  to  listen  to  our 
clients,  observe  their  communication  and  gauge 
when  to  gently  encourage  and  when  to  withdraw 
and  allow  clients  to  take  charge.  Graham  died  on 
Sunday  1 1  th  January  1 998  following  a  sudden 
stroke.  He  will  be  remembered  with  great 
fondness  by  all  who  were  fortunate  to  have  been 
a  part  of  his  life. 

Jackie  Mowatt,  Assistant  Manager 
Westport  House,  Dundee 
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Notice  Board 
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Parent  Support 

'One  Hundred  Hours',  which 
helps  families  of  babies  and  young 
children  with  complex  needs  in 
Yorkshire,  is  offering  a  free  copy 
of  its  newsletter,  Opportunity, 
focusing  on  the  issue  of  parent 
support. 
Call  0121  441  1580  for  details. 


€) 

Training  dates  at  the  Ealing  Family  Centre 

The  following  dates  are  available  in  June: 

8  June  Functional  use  of  vision            Sue  Evans 

9 

Hearing  skills                            Jo  Franklin 

10 

Movement  and  mobility  skills    Sue  Evans 

11 

Massage  therapy                       Mary  Barber 

12 

Early  communication                David  Brown 

15 

Behavioural  differences             Lindy  Wyman 

16 

Eating  and  drinking                   April  Winstock 

For  further  details  please  contact  David  Brown 

on( 

3181-991  0513 

Holiday  leaders  wanted 

Do  you  fancy  a  week  on  holiday?! 
We  want  to  recruit  trained  professionals  to 
lead  Sense  holidays  during  July  and  August. 
You  will  be  responsible  for  leading  a  team  of 
trained  volunteers,  who  will  aim  to  maximise 
the  holiday  experience  for  a  group  of  deafblind 
people.  If  you  have  experience  of  working  with 
deafblind  children  and/or  adults,  have  experience 
of  managing  a  team,  and  fancy  a  challenge  this 
summer,  then  please  contact  Gemma  Blackie  at 
Sense  HQ  on  0171-272  7774. 
This  is  a  paid  position,  or  Sense  employees 
can  take  special  leave  subject  to  line-manager 
approval. 


© 


Courses  offered  by  Sense  South  East 

Outreach  Services: 

Working  with  people  who  have  sensory 
impairments  and  severe  learning  disabilities 

Venue:  Sense  South  East  Regional  office,  Norbiton,  Surrey 
Monday  27  April  -  Friday  1  May  1998 
Fees:  Days  1  and  2  (compulsory)    £170 

Days  3,  4,  and  5  (optional)     £85  per  day 

5  day  course  £375 

Closing  date  for  applications:  8  April  1998 

An  introduction  to  the  impact  of 
sensory  impairments  for  people  who 
have  severe  learning  disabilities 

Venue:  Sense  Head  Office,  Finsbury  Park,  London  N4 
Fees:  Single  days  £85 

Three  days  £210 

Closing  date  for  applications:  30  March  1998 
For  further  details  contact  Anna  Pugh:  Tel:  0181-541  1147; 
Fax:  0181-541  1132;  Minicom:  0181-451  19380 
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Family  Day 

at  The  Clare  School,  Norwich 

Saturday,  9  May  1998  from  9.30am  to  3.30pm 

An  opportunity  for  families  of  multi-sensory  impaired  and 

single  sensory  impaired,  with  other  disabilities,  children  and 

young  people  to  get  together  for  the  day,  share  skills  and 

experiences,  participate  in  workshops,  and  have  some  fun! 

Leisure  Club  facilities  will  be  available  for  both  able  and 

disabled  members  of  the  family.  A  buffet  lunch  will  be  provided. 

For  further  information,  please  contact: 

Sense  East  Outreach  Services  on  01522  576770. 

We  look  forward  to  seeing  you  there! 


Widening  Horizons 

-  practical  workshops  for 
providers  of  learning  and  leisure 
opportunities  for  adults  with 
profound  and  multiple  learning 
difficulties.  Contact  Orchard  Hill 
FE  Centre,  Surrey.  Tel:  0181-770 
8125;  Fax:  0181-642  3763 
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Improved  formats  for 

Talking  Sense! 


One  of  the  goals  of  the  re-launch  of  Talking  Sense 
is  to  reach  new  readers,  and  to  ensure  that  no-one 
is  excluded  from  reading  it  as  a  result  of  a 
sensory  impairment.  Talking  Sense  has  always 
also  been  produced  in  braille  and  large  print,  but 
now  we  have  decided  that  we  can  improve  on  this. 
In  future,  as  well  as  the  print  version.  Talking 
Sense  will  now  be  produced  in  the  following 
formats: 

Braille  -  following  feedback  from  some  of 
our  visually  impaired  readers,  the  braille 
version  of  Talking  Sense  has  been  reorganised 
so  that  it  is  easier  to  scan  and  read. 
Large  print  -  the  quality  of  the  large  print 
version  of  Talking  Sense  has  now  improved. 
Tape  -  The  magazine  will  also  be  available 
on  tape  cassette.  It  will  be  recorded  at  the 
Coventry  Resource  Centre  which  has  recently 
come  under  Sense's  Management. 
Disc  -  for  those  readers  who  use  a  braille 
keyboard  linked  to  a  computer.  Talking  Sense 
will  be  available  on  disc. 
There  is  no  additional  charge  for  any  of 
these  formats. 


and  subscriptions.... 

If  you  would  like  to  subscribe  to  Talking  Sense,  or 

would  like  to  receive  it  in  your  preferred  format. 

please  contact: 

The  Editor,  Talking  Sense,  11-13  Clifton 

Terrace,  Finsbury  Park.  London  N4  3SR. 

Tel:  0171-272  7774 

Fax  0171-  272  6012 

Minicom:  0171-  272  9648 

E-mail:  Talking 

Sensed  Sense.Org.L'K. 
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The  big  question 

In  this  edition  of  Talking  Sense  we  address  a 
question  that  deafblind  people,  their  families,  and 
professionals  are  increasingly  asking  -  is 
Community  Care  working?  Their  answer,  sadly,  is 
that  much  of  the  time  it  isn't. 

When  the  brave  new  world  of  Community  Care 
was  introduced  in  1993  -  with  the  goal  of  closing 
the  dehumanising  long-stay  hospitals,  and  helping 
people  to  live  independently  in  the  community 
wherever  possible  -  it  was  met  with  general 
approval  but  nagging  doubts  about  resources.  In 
the  new  scheme  of  things,  the  needs  of  the 
individual,  and  his  or  her  carers  would  be  at  the 
centre  of  the  care  process.  Services  would  be 
organised  to  meet  these  needs,  rather  than 
individuals  being  fitted  into  the  services  available. 
There  would  be  a  greater  emphasis  on  offering 
information  and  choice,  accountability  and 
ensuring  quality. 

And  yet,  as  deafblind  people  and  their  families 
testify,  the  reality  has  rarely  lived  up  to  this. 
Certainly  there  are  encouraging  examples  of 
successful  Community  Care  initiatives,  creative 
partnerships  and  satisfied  customers,  but  these 
seem  to  be  in  the  minority.  In  recounting  their 
experiences,  individuals  repeatedly  describe 
inappropriate  services,  struggles  with  unwieldy 
bureaucracies,  and  crucially,  a  widespread  lack  of 
resources. 

This  would  seem  to  be  the  crux  of  the  problem. 
Awareness  of  deafblindness  has  certainly  grown, 
and  many  service  providers  say  they  would  like  to 
offer  the  support  that  deafblind  people  deserve. 
But  unless  Government,  and  the  whole  community 
are  prepared  to  pay  to  fund  Community  Care 
properly,  then  the  dream  will  continue  to  tarnish. 
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Colin  Anderson 

Senior  Communications  Officer 
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Our  next  issue 

will  focus  on  employment  for 
deafblind  people.  Please  send  your 
news,  comments  and  articles  to 


Colin  Anderson  in  the  Communications 


Department  at  Finsbury  Park  by 
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Friday  6  August. 


NEWS 
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New  employment 
horizons  for 
deafblind  people 

An  innovative  new  project,  part-funded  by  the  European 
Social  Fund  Horizon  Initiative  is  developing  employment 
and  training  opportunities  for  deafblind  people,  both  in  the 
UK  and  abroad. 

The  project  has  two  parts:  in  Birmingham,  Sense  West  will 
be  creating  a  new  supported  employment  environment  for 
deafblind  people,  while  Sense  International  will  be  linking  with 
partners  in  Italy,  Sweden,  and  Portugal  to  develop  the  first  ever 
European  guidelines  on  the  employment  and  training  of 
deafblind  people. 

In  Birmingham,  26  deafblind  people  will  receive  training  at 
the  new  employment  environment  in  a  range  of  activities, 
including  horticulture,  crafts,  woodwork  and  catering.  Six  of 
the  students  will  receive  further  training  with  the  aim  of  them 
moving  into  more  open  work  environments  in  the  future,  and 
they  will  be  supported  by  sensory  impaired  people  employed  as 

Victory  for  disability 
benefits  campaign 

After  a  hard-fought  campaign  by  deafblind  people  and  their 
families,  the  Government  has  said  that  Disability  Living 
Allowance  (DLA)  will  not  be  means-tested  or  transferred  to 
local  authorities. 

The  Government's  Green  Paper,  'New  ambitions  for  our 
country:  a  new  contract  for  welfare'  has  not  ruled  out  taxing 
this  benefit  however.  It  also  plans  to  review  how  people  qualify 
for  DLA,  and  the  equivalent  benefit  for  people  over  65  - 
Attendance  Allowance. 

Sense  has  demanded  representation  for  deafblind  people  on 
the  forum  which  will  be  set  up  by  the  Department  of  Social 
Security  to  review  DLA;  and  it  will  be  lobbying  hard  for  all 
deafblind  people  to  get  the  higher  rate  mobility  component.  We 
will  also  be  consulting  deafblind  people  about  a  possible 
separate  communication  component  to  DLA  -  which  could 
benefit  many  thousands  of  disabled  people. 

It  is  vital  that  deafblind 
people  and  families  send  in 
their  views  on  the  Green  Paper. 
Some  Government  advisers  are 
questioning  the  right  of 
deafblind  blind  deaf  or 
learning  disabled  people  to  help 
with  their  extra  costs.  We  have 
to  fight  back.  You  can  find  out 
more  about  how  the  Green 
Paper  affects  you  on  page  eight. 


It  is  vital  that 


deafblind  people 


and  families  send  in 


their  views  on  the 


Green  Paper 


Deafblind  people  have  rarely  been  given  the  opportunity  to  work. 

trainers,  facilitators  and  employment  support  workers.  Sense 
West  is  working  closely  with  local  employers  to  achieve  this. 
Meanwhile,  Sense  International  will  be  co-ordinating  the 
transnational  project,  which  will  aim  to  improve  employment 
opportunities  for  deafblind  people  across  Europe  with  a  raft  of 
new  initiatives,  including  producing  international  guidelines 
and  setting  up  a  database  of  examples  of  good  practice.  Watch 
out  for  a  full  report  on  this  in  the  next  Talking  Sense. 


Sense  West 

rescues 

The  Leigh  Centre 

Sense  intervention  has  saved  The  Leigh  Centre 
from  closure,  protecting  the  on-going  care  of  over 
20  deafblind  residents 

In  February,  Sense  offered  assistance  to  The 
Leigh  Centre  -  a  company  providing  homes  for 
deafblind  and  multi-disabled  young  people  in 
Glastonbury,  when  news  reached  Rodney  Clark  that 
the  organisation  was  in  difficulty.  Steve  Alexander 
entered  negotiations  with  the  Board  of  the  Leigh 
Centre  and  their  bankers,  resulting  in  Sense  West 
taking  over  the  operation  of  The  Leigh  Centre  in 
March. 

Sense  West  operational  managers  from  both 
Birmingham  and  Exeter  have  been  working  hard  to 
introduce  improvements  in  practice,  and  to  develop 
staff's  skills  and  knowledge.  An  ambitious  plan  for 
the  development  of  The  Leigh  Centre's  residential 
service  is  now  in  place  to  ensure  that  residents  are 
living  in  appropriate  accommodation  of  a  high 
standard,  and  that  working  practices  continue  to 
improve. 
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Princess  Anne  joins 
NLPs  5th  birthday 
celebrations 

Her  Royal  Highness  The  Princess  Royal  visited  Louth  on 
29  April  to  celebrate  the  fifth  birthday  of  the  North 
Lincolnshire  Project  (NLP). 

Princess  Anne's  visit  began  at  the  Lincolnshire  Resource 
Centre,  where  she  talked  to  staff  about  the  specialist 
educational  and  vocational  support  the  Centre  provides,  and 
observed  its  work  first-hand.  She  also  met  staff  from  the 
Intervenor  Scheme  and  local  fundraisers,  before  being 
presented  with  a  ceramic  picture  of  Louth,  which  clearly 
impressed  her. 

The  visit  then  moved  to  the  Louth  group  home,  which 
provides  support  for  six  residents.  After  a  tour  of  the  house, 
where  she  met  two  of  the  residents.  Princess  Anne  was  given  a 
short  talk  about  the  importance  of  gardens  to  the  Project  and  its 
close  links  to  the  local  RDA  centre. 

After  lunch,  Princess  Anne  praised  the  project  and  its 
impact  on  the  students:  'It  has  quite  simply  changed  their  lives. 


Peter  Morrell  presents  a  ceramic  picture  to  her  Royal  Highness 


It  is  quite  extraordinary  the  difference  it  has  made1.  She  then 
thanked  all  the  fundraisers  and  the  support  from  the  people  of 
Louth,  and  cut  the  birthday  cake  before  meeting  staff  and 
guests. 

Princess  Anne's  visit  continued  with  a  flight  to  Skegness 
for  a  private  visit  to  North 
Lincolnshire  Project's  other 
group  home.  Here,  she  talked 
to  two  residents,  families  and 
staff.  Then  it  was  off  to  the 
Lumley  Road  and  a  visit  to 
the  Sense  Shop  -  see  Trading, 
page  37. 


It  has  quite 
simply  changed 


their  lives 


Local  authorities  urged  to  'Think  dual  sensory' 


Sense  West  conference  has  increased  awareness  of 
deafblindness  and  the  services  needed  by  deafblind 
people  amongst  local  authority  purchasers  and 
managers. 

The  March  conference  -  Making  Sense  of  Dual  Sensory 
Impairment  -  was  aimed  at  purchasers  and  managers  of 
services  for  sensory  impaired  people  in  Social  Services 
Departments  and  Health  Authorities  across  the  West 
Midlands.  As  well  as  increasing  awareness  of  deafblindness 
and  the  services  needed  by  deafblind  people,  it  aimed  to 
encourage  service  development  across  local  authority 
boundaries. 

Over  35  delegates  -  from  17  different  local  and  health 
authorities     attended  the  conference,  to  hear  David  Behan 


(Director  of  Greenwich  Social  Services  Department)  and 
Dave  Martin  (Director  of  Sandwell  Social  Services 
Department)  present  the  case  for  services  for  dual  sensory 
impaired  people;  and  then  to  discuss  how  services  might  be 
created.  Finally,  delegates  felt  that  a  Regional  Forum  of 
Health  and  Social  Services  staff  should  be  formed  to  share 
good  practice  and  experience  in  the  future. 

Steve  Alexander,  Sense  Director  of  Operations, 
commented:  "It  was  good  to  see  so  many  representatives  of 
statutory  authorities  taking  time  to  learn  more  about  the 
needs  of  people  with  a  dual  sensory  impairment.  We  intend 
to  build  on  the  enthusiasm  generated  at  the  conference  to 
ensure  that  all  local  authorities  develop  deafblind  services." 
*  See  page  16  for  an  interview  with  David  Behan. 


ADSS  promote  deafblind  awareness 


I  he  Association  of  Directors  of  Social  Services  (ADSS)  have 
taken  a  strong  lead  in  promoting  the  need  for  social  services 
staff  to  receive  training  about  deafblindness. 

Malcolm  Matthews  of  Sense  has  prepared  a  matrix  for 
them,  listing  all  the  different  social  services  staff     from  senior 
mana^";r .  u,  receptionists     who  need  to  be  aware  of 


deafblindness.  For  each  role,  knowledge,  skills,  and  training 
needs  are  identified,  and  relevant  awards  listed. 

Directors  of  Social  Services  have  been  urged  to  use  the 
matrix  to  help  them  identify  training  needs,  leading  to  greater 
awareness  of  the  needs  of  deafblind  people  among  social 
services  staff. 
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Family 
Day  in 
Norwich 


A  group  of  families  came  together  for  a 
Family  Day  organised  by  Sense  East 
Outreach  Services  on  9  May. 

The  families  joined  in  workshops  on  a 
range  of  subjects  including:  communication, 
age  appropriateness,  services  and  how  to  get 
them,  toys  and  equipment,  and  how  an 
experienced  physiotherapist  works  with  dual 
and  multi-sensory  impaired  children.  Verity 
Gibson  from  Norfolk  Social  Services  gave  a  talk  and  discussed 
services  available  in  the  county  with  families.  Meanwhile,  the 
children,  both  able-bodied  and  disabled  enjoyed  the  leisure 
club,  supported  by  our  fantastic  volunteers,  and  staff  from 
Clare  School. 

Everyone  joined  in  the  day,  and  gave  us  lots  of  food  for 
thought  about  how  we  can  support  families  -  and  that  is  surely 
what  we  must  be  about  if  we  are  to  work  in  an  imaginative  way 
with  dual  and  multi-sensory  impaired  people. 
Sue  Davies,  Family  Support  Worker 

Providence  Court 
opens  in  Exeter 

Now  that  'Applemead'  group  home  has  opened  in  Exeter, 
the  Education  Service  there  needed  to  expand  to  cater  for 
16  dual  sensory  impaired  adults. 

It  wanted  to  find  a  building  in  the  heart  of  the  city  that 
would  be  a  focal  point  for  the  service,  both  as  a  learning 
environment,  and  a  resource  for  the  wider  community.  It  wasn't 
easy  to  find  the  right  building,  but  the  team  were  delighted  to 
discover  an  old  Victorian  meeting  hall  that  seemed  ideal.  Three 
months  later,  and  following  brilliant  support  from  Sense  South 
West  Branch  committee,  the  doors  were  opened. 

Within  the  building  there  are  a  range  of  rooms  and  spaces 
which  will  suit  the  service's  needs  very  well.  There  is  space  for 
a  multi-functional  arts  room,  a  separate  massage  and 
aromatherapy  room,  a  large  kitchen  which  can  be  used  for 
lifeskills  sessions,  and  a  large  room  for  eating,  relaxation,  and 
music  therapy.  An  interactive  multi-sensory  room  is  under 
construction,  there  is  a  computer  room,  as  well  as  plenty  of 
office  space.  The  Education  Service  has  found  an  excellent 
base  in  the  centre  of  Exeter! 
John  Shaw 
Education  Services  Manager 


The  Families  offered  lots  of  ideas  about  the  support  they  would  like. 


NEWSIN  BRIEF 

New  hospital  charter  aims  to  combat  discrimination 

In  March,  the  Royal  College  of  Physicians 
launched  a  new  charter,  designed  to  ensure 
equal  access  and  fairer  treatment  for  disabled 
people  who  use  hospital  services.  The  charter, 
'Disabled  People  Using  Hospitals',  replaces  the 
1992  charter  and  addresses  not  only  issues  of 
accessibility,  but  also  perceptions  and  attitudes 
of  staff,  as  well  as  the  legal  commitments  under 
the  Disability  Discrimination  Act. 

RSC  appoints  access  officer 

The  Royal  Shakespeare  Company  has  appointed 
its  first  access  officer  Janet  Beech-McCoy,  herself 
hearing  impaired,  who  will  concentrate  on 
increasing  the  number  of  people  with  hearing 
and  vision  impairments  who  visit  the  RSC  and  its 
theatres,  tours  and  residencies.The  RSC  currently 
offers  'touch  tours'  backstage  for  visually 
impaired  people. 

Samaritans  launch  national  textphone  number 

In  May,  The  Samaritans  launched  the  first  single 
national  textphone  number  for  deaf,  partially 
hearing  and  speech  impaired  people.  The 
Samaritans'  Chief  Executive  Simon  Armson  said: 
"We  are  pleased  that  the  new  national  textphone 
number  will  make  it  easier  for  us  to  listen  to 
people  who  find  it  hard  to  hear  or  speak." 
The  national  Textphone  number  is: 
08457  90  91  92 
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NEWS 


I 


Leading  the  way  in 
Lincolnshire 


Hilary  McNeeney,  Deafblind  Liaison 
Officer  for  Lincolnshire,  writes  about  an 
exciting  new  development  at  Sense  East 
Outreach  Services. 

After  months  of  preparation  and  a 
successful  pilot  scheme,  we  are  about  to 
launch  a  guidehelp  scheme  using  volunteers 
to  support  mainly  older  people  with  acquired 
deafblindness.  This  expands  our  work  with  a 
client  group  relatively  new  to  us  in 
Lincolnshire,  and  gives  us  all  the  challenges 
of  finding  and  matching  clients  and 
volunteers  in  a  big  rural  county. 

A  steady  trickle  of  referrals  is  now 
coming  through  from  the  agencies  we 
approached  about  the  project,  such  as  social 
services  and  Age  Concern.  And  the  response 
to  our  call  for  volunteers,  mainly  through  the 
local  volunteer  bureau,  has  been  encouraging. 

Making  a  difference 

People  needing  our  help  come  from  a  wide 
variety  of  backgrounds  and  respond  to 
sensory  loss  in  different  ways.  Some  become 
angry  and  frustrated     even  to  the  point  of 
alienating  their  own  families     while  others 
have  managed  to  maintain  a  remarkably 


positive  attitude.  But  all  share  a  fierce 
determination  to  remain  independent  and  have 
very  definite  ideas  about  how  to  use  their 
guidehelp.  Some  need  help  with  reading  their 
correspondence,  making  telephone  calls  or 
doing  their  shopping.  Others  want  to  keep  in 
touch  with  friends  and  need  help  to  visit 
social  clubs,  church  or  to  visit  friends  at 
home.  A  game  of  tactile  dominoes  or  large 
print  cards  gives  others  the  stimulus  they  are 
missing.  We  are  determined  to  involve  our 
clients,  using  their  ideas  to  plan  how  the 
volunteers  will  spend  their  time. 

The  next  step  is  for  our  volunteers, 
alongside  the  entire  Outreach  Team,  to  take 
the  Council  for  the  Advancement  of 
Communication  with  Deafblind  People  Stage 
1  in  Guiding  and  Deafblind  Communication. 
Thanks  to  funding  from  the  Opportunities  for 
Volunteering  Scheme,  we  can  meet  our 
training  bills  and  volunteers'  travel  costs. 

In  a  rural  county  it  is  not  always  going  to 
be  easy  to  find  volunteers  in  the  same  area  as 
those  needing  our  help.  But  the  project  has 
generated  a  lot  of  enthusiasm  and  we  look 
forward  to  harnessing  it. 


AGM  1998 

This  year's  Annual  General 

Meeting  will  take  place  in 

London  on  Saturday 

17  October  as  part  of 

Sense's  Family  Forum. 

As  usual,  full  details  will 

be  sent  to  members 

during  the  summer. 

Nominations 
for  Council 

There  are  16  elected  places 
on  Sense's  Governing 
Council,  8  of  which  are 
currently  filled.  There  will 
therefore  be  8  vacancies  for 
election  at  the  at  the  AGM, 

and  nominations  are 
sought.  Nominees  must  be 

members  of  Sense,  as 

should  those  nominating 

and  seconding  them.  All 

nominations  must  be 

accompanied  by  a 

declaration  from  the 

nominee  that  he/she  is 

willing  to  stand. 

All  nominations  must 

reach  me  by  noon 

on  Wednesday 
9  September  1998. 

Resolutions 

Resolutions  for 

consideration  at  the  AGM 

must  reach  me  by  noon 

on  Monday 

21  September  1998. 

By  order  of  Council 


Barbara  Duff, 
Company  Secretary, 

Sense 

11-13  Clifton  Terrace 

London  N4  3SR 
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EDUCATION 
NEWS 


Planning  to  pull  together 


One  of  the  most  exciting  issues  under 
discussion  in  the  education  Green  Paper 
"Excellence  for  all  Children",  which  was  issued 
in  the  Autumn,  was  regional  planning  for 
services  for  children  with  low  incidence 
disabilities  like  multi-sensory-impairment. 

With  many  local  authorities  becoming 
smaller  with  the  introduction  of  Unitary 
Authorities,  it  has  become  harder  for  them  to 
provide  an  appropriate  service  in  a  cost  efficient 
and  effective  way.  Also,  in  the  field  of  multi- 
sensory-impairment,  there  are  too  few  specialist 
practitioners,  services  and  schools  to  ensure 
parity  for  all  children  wherever  they  live  in  the 
country  By  sharing  scarce,  but  expert, 
resources,  groups  of  LEAs,  with  the  support  of 
the  voluntary  sector  and  non-maintained  schools 
should  be  able  to  ensure  more  choice  for  parents 
and  an  appropriate  needs-led  service  for 
children. 

Our  experience  of  LEAs  working  together 
during  the  GEST  programme  (1992-95)  was 


favourable.  But  for  permanent  regional  planning 
of  services  to  be  successful,  imaginative 
partnerships  will  need  to  be  forged,  and  sound 
financial  frameworks  explored,  evaluated  and  put 
in  place. 

In  the  coming  months  the  Department  for 
Education  and  Employment  is  inviting  a  number 
of  regions  to  participate  in  pilot  projects  which 
will  examine  the  concept  in  a  more  practical  way. 
The  regions  are  likely  to  be  London,  Merseyside, 
East  Anglia,  the  South  West  and  the  West 
Midlands. 

As  regular  readers  will  know,  Sense  has  for 
many  years  supported  and  campaigned  for  a  more 
regional  approach  to  both  planning  and  service 
delivery  for  deafblind  and  msi  children, 
recognising  the  difficulties  that  local  authorities 
face  in  providing  very  specialised  support  to 
small  numbers  of  children.  We  look  forward  to 
taking  a  full  part  as  events  unfold. 

Eileen  Boothroyd 


Sense  East 


is  on  the  move... 

...to  our  newly  expanded  site  at  Werrington, 
Peterborough  where  we  have  acquired  two 
more  units.  The  move  to  the  re-named 
'Peterborough  Education  and  Craft  Centre' 
has  enabled  us  to  concentrate  most  of  our  day 
services  on  one  site. 

Up  till  now  day  services  have  been  split 
between  the  Werrington  site,  where  Manor  House 
Crafts,  Sense  East's  vocational  workshops,  were 
situated,  and  Manor  House  at  Market  Deeping. 
As  we  expanded  our  work  at  Sense  East,  more 
office  space  was  needed  at  Manor  House,  so  the 
move  was  essential  -  and  it  allows  for  future 
expansion  too. 

Helping  students  to  adapt  to  change 

Such  a  move  obviously  required  careful  planning 
and  management,  not  least  to  help  the  students 
adapt  to  the  changes.  Most  students  now  start 
their  day  at  Werrington  where  they  use  the 
education,  vocational  or  leisure  departments, 


going  off-site  to  attend  college  courses,  work 
placements  or  leisure  activities  as  before.  They 
return  to  Manor  House  at  Market  Deeping  as 
necessary,  to  use  our  training  kitchen  and 
hydrotherapy  pool  and  interactive  multi-sensory 
room. 

A  small  group  of  students  at  Sense  East  have 
physical  or  learning  difficulties  in  addition  to 
single  or  dual  sensory  impairment.  The  specialist 
equipment  and  facilities  they  need  are  still  at 
Market  Deeping  where  more  space  has  been  freed 
up  for  them  as  a  result  of  the  move.  We  were 
concerned,  however,  that  this  group  of  students 
could  feel  quite  isolated.  So  we  will  enable  them 
to  attend  the  Peterborough  Education  and  Craft 
Centre  on  a  regular  basis,  giving  them  the  chance 
to  mix  with  other  students  and  try  out  the  wide 
range  of  activities  there. 

This  looks  like  a  move  that  will  benefit 
everyone  and  we  are  confident  it  is  a  positive  step 
forward  for  day  services  in  Sense  East. 

Janet  McNeil 

Head  of  Education  Day  Services 


mm     Sense  has 
for  many  years 
campaigned  for 
a  more  regional 
approach  to 
planning  and 
service 
delivery      m  m 


Tony  Mintis  working 
in  the  workshops  at 
Werrington. 
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CAMPAIGN 
NEWS 


I 


Community  Care  - 

the  shape  of  things  to  come 


Sense  has 

continued  to 

battle  for 

effective 

community  care 

for  deafblind 

people. 

Caroline  Ellis 

describes  how 


There  should  be 
more  emphasis  on 
rehabilitation  for 
older  sensory 
impaired  people. 


In  the  autumn,  Sense  will  publish  a  major  new 
report  on  community  care  for  deafblind  people 
and  their  families. 

It  will  pinpoint  how  and  where  things  are 
going  wrong,  and  set  an  agenda  for  reform. 
Meanwhile,  we  have  made  detailed 
recommendations  to  the  Royal  Commission  on 
Long  Term  Care  for  the  Elderly*  and  are 
monitoring  Government  policy  closely. 

What  Sense  told  the 
Royal  Commission: 

•  Compulsory  National  Insurance  is  preferable 
to  private  insurance  schemes  and  the  key  to  a 
sustainable  system  of  funding  for  the  future. 

•  National  care  standards  should  be  adopted  for 
everyone  with  continuing  care  needs. 

•  Don't  overlook  younger  adults  with  long  term 
care  needs  because  the  kind  of  care  and 
support  they  receive  now  will  help  determine 
their  future  care  needs. 

•  Put  more  emphasis  on  rehabilitation  and 
provision  of  technical  aids  for  older  people 
with  dual  sensory  loss. 

•  All  deafblind  people  should  have  a  right  to 
communicator  guides. 

•  Regional  planning  and  provision  is  the  most 
cost-effective  way  to  deliver  quality  services 
to  deafblind  and  multiply  disabled  people. 

•  Independent  advocacy  services  should  be 
made  available  as  of  right  for  those  with 
severe  communication  and  learning 
difficulties. 

In  subsequent  written  evidence,  we  also 
stressed  the  need  for  structural  change  to  bridge 
the  gap  between  health  authorities  and  social 
services  departments.  Recent  evidence  suggests 
that  joint  working  is  the  exception  rather  than  the 
rule  and  is  frustrating  attempts  to  get  the  best  care 
package  for  deafblind  people.  The  central 
problem  is,  of  course,  that  neither  health  nor 
social  services  want  to  pick  up  the  bill  and  seek  to 
'shunt'  the  cost  off  elsewhere. 

*  Free  copies  of  our  main  submission  and 
additional  paper  arc  available  from  Sense  11Q. 


What  is  the  Government  doing  about 
the  community  care  mess? 

A  Government  consultation  paper  on  'pooled 
budgets'  for  health  authorities  and  social  services 
departments  (with  some  additional  resources 
attached)  will  be  issued  soon.  This  was  referred  to 
in  the  recent  NHS  White  Paper  and  will  be 
legislated  for  in  the  NHS  Bill.  Going  by  his 
evidence  to  the  Commons'  Health  Select 
Committee,  Health  Secretary  Frank  Dobson 
appears  to  have  ruled  out  a  'merger'  of  health  and 
social  services  under  democratically  elected  local 
authorities  -  the  most  radical  option  available. 

Finally,  a  forthcoming  White  Paper  on  social 
care  will  outline  proposed  changes  to  social 
services  inspection  and  regulation. 

We  need  a  new  independent  regulation 
structure  covering  all  forms  of  provision  -  NHS  / 
social  services  /  independent  sector,  day, 
domiciliary  residential  and  nursing  provision.  As 
Paul  Boateng  MP,  Parliamentary  Under-Secretary 
of  State  at  the  Department  of  Health,  explained  at 
a  recent  conference  of  NHS  Confederation:  'The 
dual  structure  of  the  regulation  system 
exacerbates  the  split  between  local  authorities. 
Lack  of  regulatory  independence  results  in 
conflicts  of  interest,  the  regulation  system  does 
not  cover  all  the  services  it  should  and  there  is  a 
lack  of  clarity  in  standards  and  practice  between 
different  parts  of  the  country' 

A  new  contract  for  welfare:  Have  your 
say  on  the  Green  Paper 

The  Green  Paper:  'New  ambitions  for  our 
country:  A  new  Contract  for  Welfare'  published 
on  26  March  is  of  enormous  significance  to 
deafblind  people  and  their  families.  It  marks  the 
beginning  of  national  consultation  on  the  future  of 
the  welfare  system  as  a  whole,  and  of 
fundamental  reviews  of  key  benefits  for  deafblind 
people:  Disability  Living  Allowance  /  Attendance 
Allowance  and  Incapacity  Benefit. 

The  Green  Paper  is  a  vital  opportunity  for  us 
to  influence  Government  policy.  Now  is  the  time 
for  us  to  be  setting  out  our  vision  for  the  future 
and  putting  forward  concrete  proposals  for 
benefits  reform. 
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Our  key  concerns 

•  Relying  on  benefits  should  not  be  stigmatised 
as  'dependency'.  Benefits  can  enhance  choice 
and  independence. 

•  The  emphasis  on  paid  work  as  the  key  to 
dignity  and  status  is  misguided  -  it  devalues 
the  lives  of  those  who  can't  do  paid  work,  and 
the  contribution  of  carers. 

•  We  welcome  the  commitment  not  to  means- 
test  or  localise  Disability  Living  Allowance 
and  Attendance  Allowance,  but  don't  want  to 
see  benefits  cut  by  the  back  door.  The  review 
of  DLA  and  AA  must  improve  deafblind 
people's  access  to  vital  help  with  extra  costs 
relating  to  mobility,  care  and  communication 
needs  -  not  restrict  it. 

•  We  also  support  reform  to  Incapacity  Benefit 
-  provided  it  enhances  provision  for  deafblind 
people  and  carers  who  either  can't  work  at  all, 


or  who  could  if  they  had  the  right  support. 

•  We  want  more  emphasis  on  reducing  poverty 
among  deafblind  people  and  their  families  - 
this  does  not  feature  in  the  'success  measures' 
the  Government  has  chosen. 

•  What  about  carers?  The  Green  Paper  has  little 
to  say  except  that  the  Government  is  looking 
at  the  issue  of  pension  provision.  There  should 
be  a  full  review  of  the  carer's  benefit,  Invalid 
Care  Allowance,  which  is  the  lowest  benefit  of 
its  kind,  with  a  view  to  providing  much  more 
support. 

The  Prime  Minister  says  he  wants  a 
national  debate  -  let's  give  him  one!  Contact 
Caroline  Ellis  at  Sense  HQ  now  for  your  Green 
Paper  information  and  consultation  pack. 


The  central 


problem  is  that 


neither  health 


nor  social 


services  want 


to  pick  up 


the  bill 


'Red  and  White:  No  Sound,  No  Sight' 
Campaign  in  Deafblind  Awareness  Week  1998 


Sense  has  joined  forces  with  Deafblind  UK  to 
campaign  for  national  recognition  of  the  red 
and  white  stick,  which  is  used  by  many 
deafblind  people. 

We  are  launching  the  campaign  in  Deafblind 
Awareness  Week  (22-27  June)  which  marks  the 
birth  of  Helen  Keller,  the  world's  most  famous 
deafblind  woman. 

Many  deafblind  people  use  the  red  and  white 
cane  as  a  mobility  aid  and  to  let  drivers  and 
others  know  they  can't  hear  or  see  well.  The 
trouble  is  that  most  people  don't  realise  that  red 
and  white  means  no  sound  no  sight  -  leading  to 
accidents  on  the  road,  and  deafblind  people  being 
denied  practical  assistance  when  out  and  about. 

Wider  recognition  would  make  it  easier  for 
deafblind  people  to  move  around  safely  and 
confidently,  improve  access  to  mainstream 
services  and  reduce  isolation  in  the  community  by 
encouraging  hearing  sighted  people  to  make 
contact  and  offer  assistance. 

We  will  be  publicising  the  red  and  white  stick 
along  with  simple  information  on  how  to 
communicate  with  and  assist  a  deafblind  person. 

We'll  also  be  drumming  up  support  from 
major  retail  chains,  banks,  bus  and  rail 
companies,  and  delivering  a  letter  to  the  Transport 
Secretary,  The  Rt  Hon  John  Prescott  MP,  asking 


the  Government  to  initiate  a  major  public 
awareness  campaign  on  the  issues.  MP's  of  all 
parties  will  be  supporting  this  call. 

Plus  everyone  who  passes  their  driving  test  in 
deafblind  awareness  week  will  be  given  a  car 
sticker  saying  'If  you  see  someone  with  a  red  and 
white  stick  they  are  deaf  and  blind'  and  asking 
motorists  to  take  care. 

Talking  Sense  readers  can  help  by  lobbying 
their  MP  that  week,  and  displaying  the  poster  in  a 
prominent  place,  or  approaching  the  local  bus 
station  and  asking  them  to  put  the  poster  up. 


Few  people  know 
what  the  red  and 
white  cane  means 
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Is  Community  Care  working? 

"Twenty  years  ago.  Sense  was  a  small  family  self-help 
group,  rarely  spending  more  than  a  few  thousand  pounds 
on  our  services  and  activities  each  year.  Today  we  employ 
more  than  1,500  people  and  our  annual  turnover  is 
approaching  £30  million.  Why?  Because  Sense  has  been 
forced  to  step  in  and  set  up  services  that  should  be 
offered  across  the  UK. 

Back  in  1980,  there  were  no  services  designed  to  meet 
deafblind  people's  individual  needs.  A  lot  more  is 
happening  now,  but  we  are  still  only  scratching  the 
surface.  Developing  a  new  service  for  a  congenitally 
deafblind  adult  is  costly,  and  takes  an  awful  lot  of  work  to 
get  up  and  running.  Meanwhile,  much  cheaper  services 
designed  to  help  people  with  acquired  deafblindness  live 
independently  are  derisory  in  number.  And  they  are  often 
amongst  the  first  casualties  when  financial  belts  have  to 
be  tightened. 

The  community  care  arrangements  in  this  country  fail 
many  people.  A  new  system  must  offer  national,  coherent 
and  appropriate  assessments  for  all  deafblind  people, 
which  lead  automatically  to  individually-tailored  services 
and  the  money  to  pay  for  them.  Sense  and  our  members 
must  fight  for  nothing  less,  and  must  not  give  up  until 
this  is  achieved.  Perhaps,  then,  we  can  say  that  there  is 
such  a  thing  as  Community  Care  in  this  country." 
Rodney  Clark,  Chief  Executive  of  Sense 


Is 


Community 

\^j&V6  working: 


It's  over  four  years  since  the  implementation  of 
'community  care'.  Are  its  principles  being 
carried  out  in  practice?  Is  it  meeting  the  needs 
of  deafblind  people? 

Few  would  quarrel  with  the  strong  basic 
principles  of  Care  in  the  Community.  These  place 
the  user  of  a  service  first,  at  its  centre.  Local 
authorities  should  be  responsive  to  the  needs  of 
people  as  assessed  by  them:  they  should  consult 
users  and  their  carers,  give  them  a  real  voice  in 
the  way  key  services  are  delivered,  and  be 
accessible  and  accountable  to  all  who  use  them. 

Other  aims  are  equally  laudable.  People 
should  have  a  choice  about  where  to  live  and  how 
to  maintain  independence.  The  medical  model  of 
care  is  recognised  as  inappropriate  for  long-term 
disability.  People  affected  by  ageing  and  disability 
should  be  enabled  to  live  as  independently  as 
possible  in  the  community,  with  appropriate  and 
adequate  services  and  support. 

An  applicant  has  a  right  to  an  assessment 
of  needs.  In  this  brave  new  world  people  will 
supposedly  no  longer  fall  between  health  and 
social  services  but  will  have  their  needs  assessed 
locally,  by  care  managers  close  to  the 
communities  they  serve.  The  separation  of 
purchasers  from  providers  and  the  contracting  out 
of  services  to  private  and  voluntary  organisations 
will  enable  local  authorities  to  provide  a  wider 
range  of  more  flexible  and  diverse  services  as 
well  as  better  value  for  money. 

Sounds  great,  doesn't  it? 

'Needs-led',  'user-centred',  'choice', 
'autonomy',  'empowerment'  -  these  are  the 
buzzwords  of  community  care.  But  have  they 
become  realities? 

Meeting  the  needs  of  deafblind  people 
provides  a  challenge  for  the  supposedly 
individualised  nature  of  community  care  -  but  a 
huge  question  mark  lies  over  the  extent  to  which 
this  challenge  is  currently  being  met. 

A  success  story 

For  Patricia  Munro  it  has  been  an  unqualified 
success.  Pat,  now  35,  has  been  deafblind  from 
birth,  a  consequence  of  her  mother's  rubella  in 
early  pregnancy.  Most  of  Pat's  childhood  and 


early  adult  life  were  spent  in  a  long-stay 
psychiatric  hospital,  her  home  being  a  ward  with 
20  other  people,  none  of  whom  were  deaf  or  able 
to  sign. 

A  few  years  ago  an  assessment  revealed  she 
had  a  great  deal  of  unused  ability.  Pat's  local 
authority  in  London  agreed  to  fund  a  move  into  a 
Sense  group  home  in  Birmingham.  Subsequently 
she  shared  a  flat  with  one  other  person  and  now 
lives  in  her  own  flat,  with  staff  support  when 
needed. 

Sarah  Reed  Pat's  Sense  careworker,  says,  'She 
is  very  happy  in  this  environment.  It  is  a  complete 
package:  accommodation,  staffing  and  education 
provision  are  all  provided  and  paid  for.  Pat 
manages  well  in  her  flat  but  has  one-to-one 
support  whenever  she  needs  it.  She  does  still  have 
challenging  behaviour  at  times,  but  there  are  staff 
around  who  help  her  through  it.  She  also  works  - 
she  is  very  good  at  painting  and  making  simple 
furniture. 

'For  someone  like  Pat  this  is  community  care 
as  it  ought  to  be.  She  might  have  stayed  in  a 
psychiatric  ward  or  been  launched  into  the  world 
with  insufficient  support.  But  because  funding 
has  been  available  to  really  meet  her  needs,  she 
can  now  live  a  fulfilled  semi-independent  life  in 
the  community' 

The  other  side  of  the  coin 

When  community  care  does  work  it  can  make  a 
huge  difference  to  people's  lives,  but  sadly  the 
picture  is  often  very  different.  Nicholas  Wilkes 
also  has  rubella-linked  deafblindness.  Now  23,  he 
completed  his  full-time  education  -  at  the  Royal 
School  for  the  Deaf  in  Exeter  -  last  July.  Latterly, 
he  was  in  a  further  education  unit  which  prepared 
him  to  move  on.  But  since  leaving,  he  has  been  at 
home  with  his  mother,  Julie. 

This  has  been  frustrating.  As  Julie  says,  'At 
23,  whatever  your  disability,  you  don't  want  to  be 
at  home  with  mum.  He  wants  a  life,  but  we  are 
stuck  together  here,  with  only  me  to  sign  to  him. 
We've  had  quite  a  few  outbursts  because  he  just 
doesn't  know  what's  happening.' 

Recently  the  local  authority  offered  Nicholas  a 
place  at  a  college  for  deaf  students  but  Julie  feels 


Where  deafblind  adults 
get  the  chance  to  live  in 
supported  housing  this 
can  be  very  successful. 
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IS  COMMUNITY 
CARE  WORKING? 


I'd  like  those 


policy-makers  to 
spend  24  hours 


blindfolded  and 


with  ears  blocked 


up  to  see  what  it's 


Patsy  Parson's 

communicator-guide, 

Sharon  Francis,  is  a 

lifeline  to  her  -  but  now 

her  hours  have  been  cut 


this  isn't  appropriate:  'It's  very  large,  there  are  no 
other  deafblind  people,  it's  only  36  weeks  a  year, 
and  it's  yet  another  temporary  further  education 
setting.  Nicholas  already  has  a  basketful  of 
NVQs;  what  he  needs  now  is  a  52  week-a-year 
placement.' 

Julie's  preferred  option  is  a  Sense  group  home 
which  would  be  permanent,  long-term,  and 
provide  day-to-day  support  and  activities.  She 
worries  about  Nicholas'  happiness  and  feels  that 
as  it's  his  life,  he  should  have  more  of  a  say  -  'He 
didn't  like  the  college  when  we  visited.'  But  she 
fears  decisions  are  being  made  on  the  grounds  of 
cost  rather  than  need  :  'It  all  boils  down  to  money 
-  the  cheaper  options  are  favoured.' 

Support  withdrawn 

Funding  issues  also  affect  Patricia  Parsons.  In  her 
70s,  she  has  no  sight  and  severe  hearing  loss. 
Patsy  lives  independently  and  until  recently  had  a 
communicator-guide  four  hours  a  week,  paid  for 
by  her  local  council.  To  some  extent  Patsy  is 
lucky:  most  areas  still  have  no  communicator- 
guide  service  at  all.  But  recently  the  hours  have 
been  cut  -  for  her  and  others. 

Patsy  uses  her  guide  for  numerous  tasks 
including  help  with  food  and  clothes  shopping, 
braille  labelling,  going  to  the  bank  or  post  office, 
reading  correspondence,  writing  bills  and  filing. 
'Four  hours  wasn't  even  enough,'  she  says.  'I'd 
like  those  policy-makers  to  spend  24  hours 
blindfolded  and  with  ears  blocked  up  to  see  what 
it's  like.' 

Patsy  also  has  a  blind  and  deaf  friend, 
approaching  90,  who  until  recently  lived  in  her 


Patsy  Parsons  visits  her  friend  Evelyn  Summerskill 
who  is  also  deafblind  and  has  recently  moved  into  a 
residential  home  -  but  receives  no  specialist  support 

own  home,  helped  by  a  communicator-guide.  But 
when  ill-health  forced  her  to  move  into  residential 
care  the  guide  was  withdrawn,  even  though  staff 
in  the  home  have  little  training  in  caring  for 
deafblind  people. 

'Now  she  just  sits  all  day  long,'  says  Patsy. 
'When  help  is  taken  away  you  can  get  depressed 
and  feel  like  a  forgotten  member  of  society.  I'm 
still  battling,  but  many  feel  so  let  down  they  lose 
their  desire  to  live.' 

A  mixed  picture 

Often  people's  experience  of  community  care  is 
mixed.  Something  is  offered,  but  it  might  not  be 
quite  right.  Or  a  crucial  part  is  missing.  Or 
something  is  given  but  something  else  is  taken 
away. 

Bob  and  Judy  Telford's  13-year-old  daughter 
Sarah  has  been  deafblind  since  birth.  For  the  last 
six  years  she  has  been  a  weekly  boarder  at  the 
Royal  School  for  Deaf  Children  in  Margate  and 
loves  it  there.  Until  1994  the  Telfords  organised 
their  own  respite  care  but  then  they  moved,  Judy 
broke  her  arm,  and  they  found  themselves  with  no 
help  when  they  most  needed  it. 

They  approached  social  services  who 
allocated  Sarah  some  respite  care.  Says  Bob,  'It's 
a  well  staffed  home  with  a  fully  equipped  sensory 
room  and  Sarah  likes  it.  The  service  is  free,  it's 
near  our  home,  and  she  can  go  directly  from 
school.  We  get  allocated  a  certain  number  of  days 
a  year,  including  some  weekends.' 

All  this  is  good,  but  other  things  are  less 
satisfactory.  Emergency  cover  can  still  be  a 
problem.  Even  though  the  Telfords  also  have  a 
shared  care  arrangement  with  a  link  family  in  the 
village,  Sarah  can't  stay  overnight  because  of  a 
liability  issue  which  the  local  authority  have 
persistently  failed  to  sort  out. 

And  summer  holidays  are  very  long  and 
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wearing.  Since  1994  the  authority  has  paid  a  £200 
contribution  towards  a  once-yearly  Sense  holiday 
for  Sarah.  But  this  year  the  funding  was 
withdrawn  as  part  of  a  cost-cutting  exercise. 
'Social  services  do  have  a  problem  because  of 
resources  and  legal  aspects  of  liability  which  are 
making  it  very  difficult  for  them,'  says  Bob.  'You 
can't  be  too  understanding  though;  they  are  very 
defensive.' 

Many  problems 

From  the  above  cases,  and  many  more,  a  mixed 
and  complicated  picture  emerges.  Community 
care  has  achieved  some  successes,  particularly  in 
relation  to  the  closure  of  long  stay  mental 
handicap  hospitals  and  the  relocation  of  people  in 
the  community,  as  in  the  case  of  Pat  Munro. 

In  other  instances,  individual  local  authorities 
have  achieved  good  results.  A  minority  have  been 
flexible  and  responsive  to  need:  raising 
awareness;  appointing  a  worker  with  special 
responsibility  for  deafblind  services;  introducing 
training,  and/or  communicator  guide  schemes. 

But  if  we  look  at  whether  deafblind  people  are 
getting  the  support  and  services  they  need  across 
the  board,  the  answer  is  an  unqualified  no.  There 
is  a  huge  gulf  between  principles  and  practice, 
and  it  seems  to  be  getting  worse.  Nicholas  Wilkes 
is  still  living  in  the  parental  home,  and 
alternatives  offered  have  been  inappropriate  to  his 
needs;  Patsy  Parsons  is  getting  insufficient 
support  to  enable  her  to  live  as  independently  as 
she  is  able;  the  Telfords  lack  vital  practical  help. 

The  bottom  line 

In  all  these  instances  the  underlying  cause  is  lack 
of  money.  As  Malcolm  Matthews,  Director  of 
Policy  and  National  Services  at  Sense  says,  'Even 
where  staff  in  social  services  and  health 
authorities  are  working  hard  to  deliver,  the 
resources  just  aren't  available.  Decisions  are  made 
and  justified  purely  for  financial  reasons.  Local 
authorities  are  rarely  able  to  commit  funds  in 
advance,  so  increasingly  resort  to  crisis 
management  rather  than  long-term  planning. 

'Where  deafblind  adults  need  residential  care, 
perhaps  in  a  small  group  home  or  living 
independently  with  some  support,  the  cost  of  the 
service  is  very  high.  So  they  often  get  offered 
cheaper,  unsuitable  options,  or  stay  with  their 


family,  perhaps  attending  a  local  day  service 
which  doesn't  really  meet  their  needs  or  have 
appropriately  trained  staff.'  Deafblind  adults 
offered  local  daycare  may  be  unable  to 
communicate  in  this  setting,  which  can  lead  to 
intense  frustration. 

Even  where  services  are  inexpensive,  things 
are  deteriorating.  Increasingly  social  service 
departments  are  reneging  on  commitments  to 
contribute  towards  holidays  for  disabled  children 
and  adults  -  though  these  allow  carers  a  much 
needed  break.  Moreover  the  communicator-guide 
service,  a  cheap,  effective  means  of  supporting 
deafblind  adults  in  the  community,  is  funded  by 
less  than  20  local  authorities. 

Lack  of  early  intervention,  such  as  simple 
rehabilitation  for  an  elderly  person  losing  sight 
and  hearing,  sometimes  leads  to  far  more  money 
being  spent  in  the  long  run.  There  are  clear  signs 
of  discrimination  against  older  disabled  people 
and  reluctance  to  provide  services  to  enhance 
their  independence. 

Struggling  for  support 

Financial  and  structural  problems  overlap.  Says 
Caroline  Ellis,  Sense's  Parliamentary  and  Public 
Policy  Officer,  'When  money  is  scarce  there's  a 
great  deal  of 'buck-passing'  and  'cost-shunting' 
between  health  authorities  and  social  service 


Meeting 


the  needs  of 


deafblind 


people 
provides  a 
challenge 


for  the 


supposedly 


individualised 


nature  of 


community 


Sarah  Telford 
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wearing,  and 
unsurprising  that  so 
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eventually  blow 
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departments.  This  lack  of  cooperation  is  a  major 
barrier  to  good  pro\ision  for  deafblind  people  and 
means  that  for  many  community  care  is  amthing 
but  a  "needs  led"  seamless  service.  They  and  their 
families  have  to  become  their  own  key  workers  to 
fight  for  jointly  commissioned  and  funded 
provision  which  should  be  theirs  as  of  right." 

So  here's  another  problem  -  that  what  you  get 
from  the  community  care  system  often  depends 
on  how  much  you  know  and  how  articulate  you 
are.  "There  is  enormous  confusion  and  lack  of 
awareness  about  rights  and  entitlements."  says 
Caroline  Ellis.  "You.  or  someone  acting  on  your 
behalf,  have  to  be  a  real  mover  and  shaker  to  get 
the  care  or  service  you  need." 

Bob  Telford  agrees:  'You  constantly  have  to 
write,  phone,  push,  even  for  tiny  things.  It's 
tremendously  wearing,  and  unsurprising  that  so 
many  people  eventually  blow  their  top.* 

Generally  there's  still  widespread  ignorance 
about  deafblindness  as  a  distinct  and  unique 
disability.  Many  cases  are  not  picked  up.  Local 
authorities  are  not  legally  required  to  maintain  a 
register  of  people  with  dual  sensory  loss,  and 
there's  a  paucity  of  available  information  about 
the  communication  and  mobility  problems  they 
experience. 

The  law  is  a  mess:  some  things  are  duties; 
others  powers.  The  Government  has  produced 
some  good  practice  guidelines  -  Think  Dual 
Sensors  -  but  Government  Directives  are  lacking 
in  key  areas.  What  you  get  is  pretty  much  of  a 
lottery  depending  on  where  you  live. 

What  can  be  done? 

At  present,  the  individual  needs  of  deafblind 
people  seem  to  get  lost  or  marginalised  in  a 
cumbersome,  inadequately  funded  system. 
Consulting  with  deafblind  users  so  they  can  make 
informed  choices  and  participate  in  decision- 
making about  their  futures  is  essential  if  the 
principles  of  autonomy  and  empowerment  are  to 
be  fulfilled. 

Malcolm  Matthews  believes  a  number  of 
changes  need  to  be  made.  'Firstly,  there  needs  to 
be  greater  awareness  and  recognition  of  deafblind 
people  and  their  specific  needs.  Local  authorities 
should  maintain  a  register  of  people  with  dual 
scnsor>  1' 

Secondly,  people  should  not  just  be  fitted  into 


what  is  available.  Far  more  planning  is  needed 
and  financial  commitments  should  be  made  in 
advance  -  for  example  if  a  local  authority  knows 
someone  will  need  a  group  home  in  two  years 
time,  funds  should  be  ear-marked. 

'Specific  good  practice  guidelines  for  services 
to  deafblind  people  should  be  clearly  set  out.  and 
more  training  provided  for  professionals,  carers 
and  families. 

"Prevention  is  also  an  issue.  Earlier 
intervention  and  low  -cost  rehabilitation  work  is 
needed  for  people  losing  a  second  distance  sense. 
There  is  often  reluctance  to  fund  even  minimal 
help  to  elderly  people.  However  if.  say.  they  have 
the  chance  to  learn  to  use  an  alternative 
communication  system,  it  may  mean  they  can  stay 
in  their  own  home  and  the  ultimate  savings  will 
be  enormous. 

'The  Government  also  needs  to  give  more 
priority  to  the  needs  of  deafblind  younger  people 
and  adults.  At  present  these  are  not  fully 
acknowledged  or  recognised." 


MM 


It  all  boils  down  to  money  - 


the  cheaper  options  are 

favoured      mm 

Sense  would  also  like  to  see  much  closer 
cooperation  between  health  and  social  services 
and  local  and  national  voluntary  organisations,  as 
well  as  regional  approaches  to  meeting  need. 
'Regional  co-operation  and  pooling  of  resources 
by  several  local  and  health  authorities  means 
specialist  services  for  deafblind  people  can  be 
developed  and  delivered  without  the  cost  being 
borne  by  a  single  authority."  says  Malcolm. 

Finally,  there  is  also  a  powerful  argument  for 
legislation,  covering  users"  rights  and  entitlements 
and  local  authorities"  duties  and  powers  in  a  single 
all-embracing  Act.  Deafblind  people's  rights  to 
services  need  to  be  clearly  enshrined  in  law. 

Perhaps  then,  the  dream  of  community  care 
can  become  a  reality. 

b\  Francesca  Wolf-  with  thanks  to  Julie 
W  ilkts.  Pats\  Parsons.  Bob  Telford.  Sarah 
Reed.  Caroline  Ellis  and  Malcolm  Matthews 
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Putting  S(?HS€  into 
Care  in  the  Community 

Steve  Alexander,  Sense's  Director  of  Operations,  explains  how 
and  why  Sense  is  influencing  Community  Care  planning. 


In  the  last  18  months,  Sense  West  has  been 
making  a  reality  of  'Care  in  the  Community' 
by  getting  deafblindness  firmly  onto  the 
agenda  of  local  health  and  social  services. 

Our  approach  is  to  kick-start  practical  services 
for  deafblind  people  by  offering  Sense's  advice, 
skills  and  even  financial  support  to  get  things 
moving.  Though  some  authorities  have  been  slow 
to  take  up  Sense's  offer  of  help,  others  have 
responded  warmly  and  a  number  of  pilot  schemes 
now  demonstrate  what  joint  working  can  do. 

Derbyshire  offers  a  good  example.  Here  a 
project  worker  is  jointly  funded  by  the  Social 
Services  Department,  Health  Authority  and  Sense. 
As  a  result  the  county  is  making  real  progress  in 
identifying  deafblind  people,  providing  new 
services  and  training  staff.  In  Gloucestershire, 
Sense  is  working  with  the  Health  Authority  to 
research  the  numbers  and  needs  of  people  with 
sensory  loss,  while  in  Warwickshire  a  new 
Guidehelp  scheme  using  volunteers  is  supported 
jointly  by  ourselves  and  social  services.  These  are 
just  some  of  our  success  stories  in  the  region. 

Rhetoric  and  reality 

Care  in  the  Community  began  with  laudable  aims 
in  1986.  Norman  Fowler's  White  Paper  set  out 
some  widely  supported  objectives: 

•  services  were  to  be  targeted  on  those  whose 
needs  were  greatest 

•  assessment  of  need  and  care  management 
were  to  be  the  cornerstones 

•  the  independent  sector  was  to  be  used  to 
support  developments 

•  community  care  plans  and  contracts  were 
intended  to  ensure  greater  accountability 

•  practical  support  was  to  be  a  high  priority 

•  better  value  for  money  was  to  be  a  guiding 
principal 

Sadly,  these  good  intentions  have  only  been 
partly  achieved  at  best.  The  reality  is  that  many 
people  do  not  receive  the  services  they  need 
because  cash-strapped  local  authorities  are 


juggling  too  many  priorities.  Less 
vocal  or  visible  groups  are  at  the 
bottom  of  the  list,  and 
deafblindness,  perceived  as  a  low- 
incidence  disability,  is  one  such  poor 
relation.  In  community  care  plans, 
sensory  impairment  is  usually 
included  with  physical  disability,  yet 
the  very  specific  needs  of  sensory 
impaired  people  are  only  rarely 
considered  in  detail.  Even  though  75%  of 
deafblind  people  are  in  older  age  groups,  the  vast 
resources  pumped  into  services  for  older  people 
do  not  provide  for  independence,  communication 
and  mobility  needs. 

Leading  by  example 

Sense,  as  the  leading  organisation  for  deafblind 
people,  must  continue  to  show  by  example  and 
direct  action  how  Care  in  the  Community  can  be 
a  reality.  Ironically  it  was  Norman  Fowler  who 
offered  the  starting  point  when  he  said  "....social 
work  should  recognise  that  the  great  majority  of 
personal  care  is  given  informally  and  not  by 
statutory  agencies"  (National  Institute  for  Social 
Work).  Carers  have  been  living  with  'care  in  the 
community'  for  many  more  years  than  the 
legislation  implies.  For  Sense  to  continue  to  make 
a  difference  we  need  more  practical  support  in 
every  community.  Partnerships  with  statutory  and 
other  voluntary  bodies  must  be  a  more  efficient 
use  of  scarce  resources.  And  collaboration  can 
feed  creativity,  rather  than  producing  ill- 
conceived  competition  between  providers. 

The  advent  of  Direct  Payments  might  give  true 
choice  to  the  customer,  and  reflect  Sense's  position 
that  service  users  are  central  to  our  mission.  Care 
in  the  Community  was  the  right  idea,  but  Sense 
can  influence  its  direction.  We  can  offer  what 
people  really  need  and  want,  find  more  creative 
funding  solutions,  commission  research,  and  team 
up  with  voluntary  sector  colleagues  to  ensure  that 
deafblind  people  enjoy  the  best  of  practice. 


Partnership  in  action: 
Steve  Alexander  speaks 
at  the  launch  of  the 
Sense/Coventry  Society 
for  the  Blind 
partnership. 


Partnerships 
with  statutory  and 
other  voluntary 


bodies  must  be  a 


more  efficient  use 


of  scarce  resources. 


Collaboration  can 


feed  creativity. 
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I 


IS  COMMUNITY 
CARE  WORKING? 


A  view  from  the  other  side 


David  Behan, 

Director  of 

Social  Services 

in  Greenwich, 

talks  to 

Talking  Sense 

about  local 

authorities' 

responsibilities 

and  difficulties 


The  main 


challenge  is:  how 
do  we  balance  the 


resources  with  the 


needs? 


I  know  that  you  have  a  particular  interest  in 
sensory  impairment,  and  deafblindness.  Can 
you  tell  me  about  this,  and  your  contact  with 
Sense? 

Three  years  ago  members  of  the  Association 
of  Directors  of  Social  Services  (ADSS)  became 
concerned  about  what  we  were  doing  regarding 
people  with  sensors'  impairment  -  we  felt  it  was 
being  marginalised  within  social  services. 

The  Disability  Committee  of  ADSS  organised 
the  Think  Sensory  Conference  (1994)  and  its 
outcome  was  the  establishment  of  a  Sensory 
Impairment  Sub-Committee. 

I  was  then  working  for  Cleveland  Council. 
When  I  became  Director  of  Social  Services  in 
1994  I  also  took  on  responsibility  for  the  sensory 
sub-committee  and  ended  up  chairing  it.  Sense 
were  also  involved  with  the  sub-committee  and 
our  involvement  has  continued  since.  Sense  make 
a  very  positive  contribution  to  our  work,  and  I 
have  also  been  invited  to  speak  to  Sense's 
Management  Council. 

What  does  your  role  as  chair  of  the  sub- 
committee on  Sensory  Impairment 
involve? 

I  chair  quarterly  meetings  and  do  work  in 
between,  such  as  looking  at  training  needs  of 
local  authority  staff  who  work  with  deafblind 
people  -  not  just  specialist  workers  but  also 
people  like  care  assistants  or  those  who  work  in 
residential  homes. 

An  important  part  of  the  role  is  networking 
and  getting  other  people  to  do  things.  I  produce  a 
plan  and  work  with  my  colleagues  to  raise  the 
profile  of  the  needs  of  people  with  deafblindness. 

I  also  do  interviews  and  speak  at  conferences 
on  sensory  impairment  issues:  the  most  recent 
was  the  Sense  Midland  Conference  on  services  to 
people  who  are  deafblind. 

What  do  you  see  as  the  main  challenges 
for  local  authorities  in  implementing 
community  care? 

The  main  challenge  is:  how  do  we  balance  the 
resources  with  the  needs?  That  involves  being 
clear  about  what  we  do,  when,  who  with,  and 
why.  It  also  means  looking  at  different,  more 
innovative  ways  of  working. 

Some  work,  however,  doesn't  involve  huge 
amounts  of  money.  For  example,  it's  important 


that  all  staff  working  with  older  people  have 
knowledge  of  deafblindness.  In  Greenwich  we  are 
currently  investigating  training  for  care  assistants 
so  they  recognise  and  are  sensitive  to  individuals' 
needs.  This  is  not  excessively  expensive. 

Another  challenge  is  ensuring  we  get  the  right 
partnership  between  health  authorities,  social 
services,  the  voluntary  and  the  private  sector. 
Agencies  must  collaborate  to  ensure  we  get  the 
best  value  for  money  and  can  provide  the 
maximum  amount  of  services  for  the  resources 
available. 

Lack  of  resources  is  often  cited  as  the  main 
reason  for  lack  of  services.  Is  it  purely  a 
matter  of  funding?  Or  do  local  authorities  need 
to  be  more  flexible/  creative/  efficient  in  their 
approach? 

It  is  an  issue  of  funding.  When  preparing  for 
community  care  the  Local  Authority  Association 
said  resourcing  was  inadequate.  Since  then  we've 
had  to  introduce  eligibility-  criteria  which  make 
transparent  who  gets  what  services,  on  what  basis, 
when  and  why.  Because  of  lack  of  funds  we've 
had  to  target  services  on  those  most  in  need. 

But  local  authorities  can  also  do  things  to  be 
more  flexible.  For  example  in  Greenwich  we  are 
looking  into  Direct  Payment  for  communicator- 
guide  schemes,  so  the  deafblind  person  would  be 
given  cash  and  pay  the  guide  directly.  We're  doing 
this  with  Sense  -  an  example  of  a  creative 
partnership. 

Do  local  authorities  have  as  much  money  for 
community  care  now,  as  when  it  was 
introduced  in  1993? 

From  1 993  until  this  year  local  authorities 
received  a  special  Transitional  Grant  from  the 
government  for  community  care.  We're  still 
waiting  to  hear  whether  it  will  end  this  year.  Over 
the  last  two  years  we  have  used  some  of  that 
special  Transitional  Grant  to  improve  services  to 
people  with  sensory  impairment. 

Do  local  authorities  have  a  legal 
responsibility  to  provide  an  appropriate 
service,  when  a  deafblind  person  has  been 
assessed  as  needing  that  service? 

The  law  says  local  authorities  have  a  duty  to 
carry  out  assessments  of  people's  community  care 
needs  and  then  make  a  provision  of  care  to  meet 
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David  Behan. 


those  needs. 

The  Gloucestershire  Judgement  (1995)  said 
that  local  authorities  following  an  assessment  are 
under  responsibility  to  meet  those  needs  -  but 
within  the  constraints  of  the  resources  which  are 
are  available  to  them.  Budgetary  pressures  were 
cited  as  a  reason  why  reductions  or  withdrawals 
had  taken  place  and  then  the  case  went  to  the  Law 
Lords  who  made  this  decision. 

The  decision  reinforced  the  importance  of 
eligibility  criteria  and  its  outcome  was  that 
services  became  focussed  on  people  most  in  need. 

What  services  does  Greenwich  offer  to 
deafblind  people? 

We  provide  some  services  to  the  people  we 
know  of  who  are  deafblind.  Over  the  last  1 8 
months  we  have  invested  additional  resources  in 
our  Sensory  Impairment  Team  and  taken  on  a 
Deaf  Development  Worker,  who  is  deaf  himself. 

We  are  just  beginning  strategic  planning  - 
finding  out  how  many  deafblind  people  there  are 
in  Greenwich  so  we  can  use  that  money  to 
develop  services  in  the  future. 

We  are  also  developing  training  of  care 
assistants  to  ensure  they  are  aware  of  the  needs  of 
people  who  are  deafblind. 

How  do  you  see  community  care  developing 
in  the  future,  especially  for  deafblind 
people?  Are  there  any  changes  you  would  like 
to  see? 

Demographic  trends  suggest  we  shall  get  an 
increasing  number  of  very  elderly  people  we'll  be 
delivering  services  to,  and  these  will  include 
those  whose  senses  are  failing. 

So  our  objective  is  to  have  appropriate 
services  in  place  to  meet  the  needs  of  these  very 
elderly  people  who  are  deafblind.  It  will  be 
increasingly  important  to  target  services  to  those 
most  in  need.  Preventative  care  is  also  important, 
and  rehabilitation  schemes. 

We  also  need  to  do  planning  work  for  people 
who  are  deafblind  from  birth  or  through  Ushers. 


In  Greenwich  we  anticipate  these  number  are 
about  100  but  it's  not  absolutely  clear  who  they 
are  or  whether  they  are  in  contact  with  us  and 
receiving  a  service.  So  our  first  task  is  to  be  clear 
on  the  numbers  of  people  in  the  Borough  so  we 
can  plan  services. 

Services  for  deafblind  people  have  always 
been  viewed  as  marginal  and,  like  others,  can  be 
squeezed  out.  In  Greenwich  we  are  raising  their 
profile  so  we  can  deliver  a  full  and  proper  service 
to  those  who  need  access. 

Are  there  any  changes  you  would  like  to  see 
made  to  community  care? 

My  fear  is  that  some  local  authorities  are 
doing  nothing  because  they  are  not  aware  of  the 
needs  of  people  with  deafblindness.  It  is 
imperative  that  they  become  aware  and  work  on 
ways  of  responding  to  these  needs. 

There  is  also  the  resource  issue.  In  the  current 
environment  there  may  not  be  more  money,  but 
through  partnerships  with  voluntary  organisations 
and  other  agencies  local  authorities  may  be  able 
to  access  funds  which  can  contribute  to  services 
for  deafblind  people.  There  is  also  EU  money 
earmarked  to  combat  social  exclusion. 

We  need  to  think  laterally  and  creatively  about 
opportunities  that  exist  within  other  funding 
streams. 

How  do  you  see  the  future  for  deafblind 
people  and  their  families? 

I  would  like  deafblind  people  to  be  less 
marginalised.  Opportunities  exist  through 
partnerships  between  statutory  and  voluntary 
organisations  to  achieve  this,  and  there  also  needs 
to  be  planning  based  on  accurate  information  of 
needs.  In  both  cases  we  need  to  involve  people 
who  are  deafblind  and  listen  to  what  they  are 
asking  for  that  will  help  them  with  their  lives. 

My  guess  is  that  it  will  continue  to  be 
difficult,  but  if  their  profile  is  raised  perhaps  it 
will  not  be  quite  as  difficult  as  in  the  past. 


We  need  to 


involve  deafblind 


people  and  listen 
to  what  they  are 
asking  for 
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IS  COMMUNITY 
CARE  WORKING? 


Community 


Sense's  North 

Lincolnshire 

Project 

celebrated  its 

fifth  birthday 

recently.  Here, 

Tony  White, 

Manager  of 

the  project 

describes  what 

it  has  to  offer 


The  North  Lincolnshire  Project  (NLP) 
comprises  the  Lincolnshire  Resource  Centre 
in  Louth,  and  group  homes  in  Louth  and 
Skegness. 

These  provide  a  foundation  for  us  to  offer  the 
learning  experiences  our  deafblind  students  need 
to  grow  in  confidence,  and  develop  the  necessary 
communication  and  life  skills  to  meaningfully 
access  the  community,  and  move  towards 
independence. 

The  24  hour  curriculum 

All  the  students  attending  the  Project: 

•  receive  a  tailor-made  programme  of  activities 
to  match  their  individual  interest  and  needs 

•  are  given  specialist  teaching  to  aid  the 
development  of  their  formal  communication 
skills:  pre-braille  and  braille  skills;  numeracy 
literacy,  social  and  life  skills,  and  a  wide  range 
of  leisure  activities 

•  benefit  from  the  facilities  of  the  local 
education  colleges,  with  the  students  attending 
Grimsby  College  of  Further  Education,  and 
De  Montfort  Universtity  School  of  Agriculture 

and  Horticulture.  A 
number  of  students  have 
followed  NVQ  courses. 

Vocational  Training 

The  students  are  also 
given  vocational  training 
by  skilled  crafts  people  - 
in  woodwork,  pottery  and 
general  craft  skills.  The 
quality  of  this  work  has 
been  recognised  -  the 
NLP  is  a  member  of  the 
Guild  of  Mastercraftsmen 

and  some  of  our  craft 
and  pottery  is  sold 
through  craft  shops  and 
fairs.  Recently  a  display  of 
our  work  was  featured  in 


care 


the  main  window  of  the 
town  library. 

Independent 
living 

The  group 
homes,  which 
are  based  in  the  rural 
market  town  of  Louth, 
and  the  seaside  resort 
of  Skegness  provide 
community-based 
living  for  six  and 
five  adults 
respectively  with  a 
dual  sensory 
impairment. 

All  have 
a  structured 
programmes, 
including  holidays, 
which  takes  into 
account  their 
individual  interests 
and  ability  levels. 
Recent 
holidays 
have  included 
sailing  on  the 

Solent,  adventure  holidays,  youth  hostelling, 
caravanning  and  camping,  and  narrow  boating. 

All  are  responsible,  with  the  appropriate  level 
of  support,  for  the  day-to-day  running  of  their 
home,  including  shopping  and  helping  with  meal 
preparation.  This  shared  responsibility  fosters  a 
warm  and  friendly  atmosphere  where  friends  and 
family  feel  welcomed. 


if     The  community  setting  is 
constantly  offering  experiences 


An  example  of  our 
award-winning  craft  work. 


Tailor-made  programmes 
of  activities. 


that  stimulate  the  students 


II 
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can  work 


Trained  Social  Tutors  work  with  the  residents 
to  develop  their  skills  in  all  aspects  of  daily 
living.  There  are  also  a  range  of  leisure  pursuits 
on  offer  -  rambling,  trampolining,  sailing, 
swimming,  gym,  aromatherapy  and  massage,  ten 
pin  bowling  and  gardening.  All  are  encouraged  to 
join  in  a  range  of  activities  and  develop  their 
understanding  of  leisure  on  an  individual  and 
group  basis. 

A  total  learning  experience 

The  Projects'  holistic  approach  to  meeting 
students'  needs  offer  the  staff  a  flexible  approach 
to  the  learning  process.  Personal,  social, 
emotional,  physical  and  academic  learning  can 
take  place  in  any  number  of  settings.  The 
community  setting  is  constantly  offering 
experiences  that  stimulate,  and  give  them  a  place 
in  community  life. 


Students  are 
responsible,  with 
appropriate  support,  for 
the  day-to-day  running 
of  their  home. 


Sailing  on 
the  Solent. 
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USHER  UPDATE 


Does  community  care 
work?  No  -  but  it  could! 

Carol  Pollington,  who  has  Usher  Type  2,  is  a  Development  Worker  with 

Deafblind  People  employed  on  a  2  year  joint  project  with  Tameside  Social 

Services  and  West  Pennine  Health  Authority.  Here,  she  talks  about  her 

research  into  the  unmet  needs  of  deafblind  people  in  the  community 


Unless 


deafblind  people 


are  identified. 


care  will  continue 


to  be  inadequate, 
piecemeal 


and  often 


non-existent 


Many  people  may  be  crying  that  'Care  in  the 
Community'  has  failed  -  schizophrenics, 
elderly  people,  wheelchair  users,  blind  and 
deaf  people  -  as  well  as  those  whose  job  it  is 
(paid  or  unpaid)  to  provide  support. 

Deafblind  people  cannot  add  their  voices  to 
this  cry  because  we  seldom  receive  any  care  in 
the  community.  In  the  eyes  of  service  providers 
and  purchasers  we  do  not  exist.  We  may  be  on  a 
blind  or  deaf  register  but  there  is  no  deafblind 
register.  So  statistically  we  do  not  exist,  and  if  we 
do  not  exist,  then  services  will  not  be  provided.  If 
we  approach  social  services  we  will  be  passed 
between  the  visual  and  hearing  impairment  teams. 

The  way  forward?...  Specialist  deafblind  workers 
should  be  employed  in  social  services  and 
hospital  trusts  to  offer: 

•  assessment  and  care  packages  with  tracking 
and  monitoring 

•  awareness  and  training  at  all  levels 

•  liaison  with  education  and  learning 
difficulties  teams 

•  specialist  counselling  and  advice 

•  skills  training  for  deafblind  people 

•  access  to  information  for  deafblind  people 

•  communicator-guide  services. 

But  ...  unless  deafblind  people  acquire  an 
identity,  care  will  continue  to  be  inadequate, 
piecemeal  and  often  non-existent. 

A  typical  story- 
Joan,  82,  sits  by  the  window.  She  hasn't  been  out 
since  her  husband  died  six  years  ago.  Her  legs 
don't  work  very  well  now.  A  lady  calls  to  give  her 
breakfast  and  tea  and  make  sure  she  takes  her 


pills,  and  she  gets  meals  on  wheels.  These  are  the 
only  people  she  sees.  She  is  safe,  she  can  press  a 
button  if  she  needs  the  warden  of  the  flats. 

Joan  doesn't  watch  television,  because  she 
can't  see.  She  doesn't  listen  to  the  radio,  because 
she  can't  hear.  She  does  not  see  her  friends  any 
more,  because  she  can't  cross  the  road  to  catch  a 
bus  to  their  house. 

Yes,  she  was  issued  with  hearing  aids  but  she 
doesn't  know  how  to  use  them.  She  was  given  a 
magnifying  glass  once  but  can't  find  it.  She 
visited  a  Day  Centre  once  -  'The  staff  were  very 
nice  but  I  couldn't  tell  what  they  were  saying. 
Nobody  knew  how  to  guide  me'. 

It  could  be  like  this  .... 

Joan  sits  by  the  window.  She  feels  her  new  tactile 
watch.  Linda  will  be  here  soon.  They  are  going 
out  to  the  supermarket  to  buy  food  -  'at  last,  I  can 
choose  what  I  eat'. 

Linda  is  Joan's  communicator-guide.  She  has 
got  to  know  Joan,  to  learn  the  best  way  to 
communicate.  Joan  has  Tinnitus  so  some  days  she 
hears  nothing.  They  are  learning  deafblind  manual 
together  and  Linda  has  found  that  Joan  can  read 
large  felt-tip  writing.  They  have  visited  the 
audiologist  where  it  was  found  she  needed 
stronger  aids.  Linda  is  showing  her  how  to  look 
after  them  and  change  batteries. 

Linda  calls  twice  a  week  for  2  or  3  hours  each 
visit.  At  first,  they  just  went  shopping  for  food 
but  now  Joan  is  suggesting  new  activities  - 
visiting  the  deafblind  club,  seeing  the  doctors 
where  Linda  can  tell  her  what  he  says,  buying 
new  shoes,  visiting  the  new  Vision  Resource 
Centre. 
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Living  with 


Lucy  Drescher  and  Marylin  Kilsby  report  on 
the  first-ever  weekend  conference  for  Usher 
hearing  aid  users. 

Around  sixty  people  gathered  in  mid  April  at 
the  beautiful  Holthorpe  Hall  in  Leicestershire,  for 
the  first  ever  weekend  conference  in  the  UK 
specifically  for  Usher  hearing  aid  users.  Delegates 
came  from  Scotland  and  Wales  as  well  as  from 
far-flung  parts  of  England  such  as  Cornwall. 

People  with  Usher  Types  2  and  3  normally  rely 
primarily  on  speech,  lip  reading  and  hearing  aids 
for  communication.  They  tend  to  have  hearing- 
sighted  partners  and  their  sight  condition,  Retinitis 
Pigmentosa  (RP),  is  often  not  recognised  until 
well  into  adulthood.  So  people  with  Usher  Types  2 
and  3  are  part  of  the  hearing-sighted  world  and 
most  of  them  (apart  from  those  who  have  siblings 
with  Usher)  have  never  met  another  Usher  person 
before  contacting  Usher  Services  at  Sense. 

Come  together 

The  goal  of  the  conference  was  to  get  as  many 
Usher  hearing  aid  users  (UHAUs)  as  possible 
under  one  roof  to  share  experiences,  to  listen  to 
relevant  and  interesting  speakers  and  to  learn  to 
manage  the  changing  condition  of  Usher 
syndrome.  Each  session  and  discussion  group  was 
chaired  or  led  by  an  Usher  person,  with  the 
exception  of  the  'New  to  Usher?'  and  'Usher 
partners'  which  were  ably  and  sensitively  led  by 
Mary  Guest. 

There  were  a  number  of  people  who  were  very 
nervous  about  attending  the  weekend  because 
they  were  coming  along  alone  and  they  had  never 
met  another  person  with  Usher  before.  It  was 
wonderful  to  see  how  much  more  relaxed  they 
looked  when  they  left  on  Sunday  afternoon, 
having  talked  to  other  people  who  have  similar 
experiences  to  themselves. 

Information  is  power 

Outside  speakers  came  in  to  talk  about  various 
different  subjects  that  concern  Usher  hearing  aid 
users.  Dr  Margaret  du  Feu  from  the  Queen 
Elizabeth  Psychiatric  Hospital  in  Birmingham 
spoke  about  the  emotional  impact  of  losing  sight 
and  hearing.  She  talked  about  the  different 
emotions  people  experience  when  they  lose 
senses  and  how  to  cope  with  these.  Professor 
Karen  Steel  from  the  University  of  Sheffield 


Change 


explained  what  is  known  at  present  about  the 
genetics  of  Usher  syndrome. 

Russ  Palmer  and  Riitta  Lahtinen  spoke  jointly 
about  communication  and  how  it  can  be  adapted 
according  to  the  situation  and  the  level  of  visual 
impairment.  They  got  everyone  involved  in  the 
concept  of  using  touch  to  communicate,  which 
can  be  a  completely  new  concept  for  people  who 
have  always  used  speech  to  communicate. 
Christopher  Cartwright  from  the  Birmingham 
Rehabilitation  Services  for  Deafened  People 
spoke  about  technical  devices  such  as  new 
hearing  aids  (digital,  directional  and  remote 
control)  and  alternatives  to  loops. 

Ilene  Miner  talked  about  the  work  she  is  doing 
at  the  Helen  Keller  Centre  in  New  York,  which 
offered  an  insight  into  people  with  Usher  in 
another  part  of  the  world. 

On  the  Saturday  evening  as  part  of  a  social 
evening  two  of  the  Usher  Hearing  Aid  Users 
played  the  piano.  Both  Russ  Palmer  and  Mark 
Pampel  are  keen  pianists  and  so  they  entertained 
us  all  with  various  tunes. 

All  the  feedback  following  the  weekend  has 
shown  how  much  people  enjoyed  the  weekend 
and  feel  that  they  want  to  be  part  of  the  further 
development  of  the  Usher  Hearing  Aid  Users 
group. 


Mark  Pampel,  who 
has  Usher  Type  2, 
chats  to  Irene  Miller 
from  the  Helen 
Keller  Center  in 
New  York. 


It  was 


wonderful  to  see 


how  people  looked 


more  relaxed .... 


when  they'd 


talked  to  other 


people  with  similar 


experiences 
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SENSE  INTERNATIONAL 


Building  links 


Emanuela 

Brahamsha, 

Assistant 

International 

Officer,  reports 

on  a  recent  visit 

to  Ghana  and 

Nigeria  to 

assess  the 

possibility  of 

supporting 

deafblind 

developments 

there. 


My  visit  was  prompted  by  Sister  Justina 
Obiajunwa.  the  Principal  of  the  Pacelli  School 
for  Blind  and  Partially-Sighted  Children  in 
Nigeria  who  was  one  of  the  participants  on  our 
last  Professional  Development  Programme. 

As  a  result  of  her  participation,  she  has  set  up 
a  unit  for  deafblind  children  within  her  school. 
On  her  return  to  Nigeria  she  visited  the  Deafblind 
Unit  of  the  Demonstration  School  for  the  Deaf  in 
Ghana  to  seek  advice  on  setting  up  her  own  unit. 

Sense  International  is  looking  to  support  the 
developments  of  both  these  services  and  to 
encourage  the  exchange  of  expertise  between 
Ghana  and  Nigeria. 

First  stop  Ghana 

The  Deafblind  Department  at  the  Demonstration 
School  for  the  Deaf  in  Mampong-Akwapim  in 
Eastern  Ghana  was  set  up  in  1978  by  Marion 
Obeng  with  one  student.  To  this  day  it  continues 
to  be  the  only  sen  ice  for  deafblind  children  and 
young  adults  in  the  whole  of  West  Africa. 

The  primary  focus  of  the  Deafblind  Centre  is. 
of  course,  the  education  of  their  deafblind 
students.  There  are  different  programmes  for  the 
younger  and  older  students.  The  younger 
children's  programme  consists  of  sensory  training. 
orientation  and  mobility,  daily  living  skills  and 


vocabulary  development.  The  older  students 
continue  with  this  programme  but  spend  a  great 
deal  more  time  learning  vocational  skills  such  as 
mat  weaving  and  wool  work.  Greater  emphasis  is 
placed  on  enabling  them  to  become  independent 
and  able  to  earn  a  living  or  contribute  to  the 
family.  The  Deafblind  Unit  also  has  an  exciting 
outreach  programme  to  raise  awareness  about 
deafblindness  and  of  the  needs  and  abilities  of 
deafblind  people. 

Royal  visit 

My  visit,  fortunately,  coincided  with  a  royal  visit 
by  Sense's  Patron.  HRH  Princess  Anne,  to  the 
Deafblind  Unit.  This  was  the  first  time  Princess 
Anne  had  visited  a  deafblind  unit  outside  of  the 
UK.  The  Princess  had  the  opportunity  to  see  the 
students  at  work  and  to  discuss  their  programmes 
with  their  teachers.  She  was  also  treated  to  a 
dance  performance  by  the  students  of  the 
Demonstration  School.  The  visit  was  highly 
successful  and  everyone  at  the  Deafblind  Unit  felt 
honoured  to  receive  such  attention.  In  her  turn  the 
Princess  said  she  would  be  keeping  herself 
informed  of  the  progress  of  the  Unit. 
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with  Africa 


Nigerian  connection 

The  next  leg  of  my  visit  was  to  the  Pacelli  School 
in  Lagos,  which  is  the  second  oldest  blind  school 
in  Nigeria.  It  was  established  36  years  ago  and 
offers  primary  education,  rehabilitation  and 
vocational  training  to  congenitally  and 
adventitiously  blind  and  partially  sighted  children. 
It  was  set  up  and  run  by  the  Catholic  Church  for 
most  of  its  existence.  There  was  a  period  of  a  few 
years  where  the  government  took  over  the 
financing  and  overseeing  of  the  School.  However, 
it  was  recently  handed  back  to  the  Catholic 
Church  and  is  now  autonomous  of  government 
control.  It  is  a  non  fee-paying  school  and  funding 
is  dependent  on  the  Church  and  donations  from 
NGO's  and  local  businesses. 

There  are  currently  88  students  at  the  Pacelli 
School  (50  boys  and  38  girls).  84  students  are  in 
the  primary  section.  They  are  divided  into 
reception  class  and  primary  classes  1  -  6  and 
follow  the  National  Curriculum  in  addition  to 
mobility  and  orientation  and  braille.  Four  students 
are  in  the  rehabilitation  section.  This  section  was 
set  up  to  rehabilitate  students  who  recently 


become  blind  or  partially  sighted  and  need 
training  to  enable  them  to  continue  their 
education. 

Students  come  from  all  over  Nigeria.  Given 
Pacelli 's  excellent  reputation  and  achievement  of 
past  students,  there  is  a  long  waiting  list  to  get 
into  the  School. 

The  Deafblind  Unit 

Sr.  Justina  has  just  set  up  a  deafblind  unit  or 
special  class  within  the  primary  section  of  the 
School.  It  has  its  own  classroom  with  four 
students  aged  from  9  years  old  to  19.  These  are 
students  who  were  not  benefiting  by  being  in  the 
regular  primary  section  and  had  never  'graduated' 
from  the  reception  class.  In  addition  to  these 
students,  there  are  two  more  children  who  are 
likely  to  join  the  unit. 

People  are  aware  that  Sr.  Justina  is  setting  up  a 
deafblind  unit  and  she  believes  there  will  be  no 
shortage  of  children  wishing  to  attend  the  unit. 

This  African  visit  was  very  significant  for 
Sense  International  as  it  marked  the  beginning  of 
a  future  collaboration  between  the  three 
organisations.  We  are  currently  negotiating  a 
training  programme  with  the  Units  in  Ghana  and 
Nigeria  to  take  place  in  November.  Watch  this 
space! 


Sense 


International 


is  looking  to 
support  the 
developments  of 
these  projects, 
and  encourage 
the  exchange 
of  expertise 


between  Ghana 


and  Nigeria 
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ENSURING  QUALITY 


Evaluating  our  efforts  - 

does  Sense  provide  quality  services? 


The  question 


we  should  ask  is: 


'is  community  care 
working  for  people 


who  are 


deafblind?' 


The  drive  to  provide  community  rather  than 
institutional  care  for  individuals  who  require 
additional  support  has  radically  changed  our 
approach  to  service  provision  over  the  past 
decade.  We  should  now  ask  ourselves  questions 
like:  'is  community  care  better?'  and  'has  it 
made  a  real  difference  to  people's  lives? 

The  need  to  evaluate  services  and  be 
accountable  to  a  wider  range  of  people  -  from 
users  to  purchasers  -  has  been  another  powerful 
influence  on  our  service  provision.  We  are 
constantly  asked  to  set  standards,  measure 
outcomes,  and  identify  and  assess  quality  within 
services.  For  some  of  us  this  has  been  an 
uncomfortable  transition.  Some  care  providers 
have  suggested  that  the  systems  adopted  by 
business  to  promote  quality  should  not  be  applied 
to  people  industries,  and  have  strenuously  resisted 
these  approaches. 

Undoubtedly  there  are  some  approaches  which 
are  not  appropriate,  but  in  resisting  all  ideas  we 
run  the  risk  of  burying 

our  head  in  the  sand  

for  too  long.  The  main 
question  we  should 
ask  is:  '  is  community 
care  working  for 
people  who  are 
deafblind?'  Sense  has 
started  to  address  this 
question  by  adopting  a 
simple  approach  to 
quality  -  which  should 
help  us  to  break  down 
this  question  and 
answer  it  with  some 
conviction. 


Organisational 
developments 

•  practice  sharing 

•  research 

•  new  developments 


What  must 

we  do  to  increase 

our  success? 


t 


Keep  it  clear 

Understanding  what  is 
meant  by  total  quality 
management,  quality 
assurance  or  any  of 
the  other  terms  used 
in  the  field  is  a 
challenge  in  itself,  and 
it  is  easy  to  get 


Have  we 

suceeded  in 

producing  the 

desired  change? 


bogged  down.  Sense  have  adopted  an  approach 
which  has  been  promoted  by  the  Charities 
Evaluation  Commission  to  help  voluntary 
organisations  come  to  terms  with  quality  issues.  It 
is  simple,  clear  and  will  help  us  bring  some  focus 
to  the  Strategic  Planning  process  over  the  next 
few  months 

This  model  is  designed  to  help  us  : 

•  share  ideas  about  quality  throughout  Sense. 

•  understand  new  quality  initiatives  in  Sense 

•  identify  any  gaps  in  our  push  for  excellence. 

•  agree  priorities  for  action  and  the 
dissemination  of  tasks. 


The  model  explained  -  the  beginning 
of  the  cycle. 

What  changes  do  we  want  to  achieve? 

Clearly  we  want  our  values  and  aims  to  be 
realised.  To  clarify  this  we  agree  a  longer  term 
Strategic  Plan  and  annual  Operational  Plans. 


What 

change  do  we 

want? 


Mission  and  Aims 

Service  standards 

Operational  objectives 

Job  competencies 


% 


What  must  we 
do  to  achieve 
this  change? 


1 


Kaizen  & 
SCIP  Policies 

Induction 
and  training 


How  will  we 

know  when  change 

has  occurred? 


Evaluation 

•  personal 

•  service 

•  organisational 


The  Quality  cycle 


Performance  indicators 

Process  indicators 

Outcomes  measures 
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These  are  generally  concerned  with  change  and 
development.  We  also  need  to  set  minimum 
standards  of  operations.  These  can  be  found  in  a 
new  document  -  'Sense  Services  -  Standards  of 
Operation'  -  which  is  explicit  about  a  whole 
range  of  practice  areas,  including  principles  of 
ordinary  life  and  community,  as  well  as  sensory 
specialism.  Sense  has  also  started  the  process  of 
developing  competency-  based  job  descriptions 
which  will  help  staff  understand  their  role  in 
achieving  a  quality  service. 

What  must  we  do  to  achieve  this  change? 

We  use  a  variety  of  strategies  to  help  us  achieve 
incremental  change  -  from  where  we  are  now  to 
the  targets  we  have  set  in  the  Operational  Plans 
and  Standards.  Polices  are  a  way  of  saying  what 
we  want  to  achieve,  and  an  implementation  plan 
helps  us  to  get  there.  Alternately,  we  might  use  a 
problem-solving  approach  to  achieve  a  physical  or 
system  change  -  such  as  Kaizen,  or  a  Sense 
Continuous  Improvement  Project  (SCIP). 
Induction,  training  and  development  of  staff  is 
also  a  critical  factor  in  bringing  about  change.  We 
anticipate  a  positive  outcome  from  the  newly 
introduced  Continuous  Professional  Development 
process  introduced  within  Sense.  This  gives  new 
staff  an  individualised  file,  and  takes  them 
through  their  4  National  Induction  Modules. 
Additional  local  training  helps  them  understand 
their  competency-based  job  description.  All 
supervision  and  appraisal  notes  are  also  held  in 
the  file  which  allows  the  supervisor  and  staff  to 
look  in  detail  at  individual  professional 
development. 

How  do  we  know  when  change  has  occurred? 

Performance  indicators,  process  indicators  and 
outcome  measures  are  all  very  useful  here.  A 
performance  indicator  gives  us  information  about 
performance  at  a  moment  in  time,  (e.g.  sickness 
levels);  a  process  indicator  helps  us  to  identify  if 
the  all  critical  steps  in  a  process  have  been 
followed,  (e.g.  the  referral  process);  and  an 
outcome  measure  gives  us  information  about  the 
impact  of  an  action,  or  series  of  actions  (  e.g.  has 
challenging  behaviour  reduced?). 

How  can  we  tell  what  progress  we  are  making? 

If  the  indicators  are  'what'  we  measure,  then  the 
monitoring  system  is  'how'  we  measure  change. 
By  using  a  monitoring  system  which  collects  the 
minimum  information  to  give  us  maximum 
feedback  over  time  then  we  should  be  able  to 


judge  if  progress  is  being  made.  Supervision  is 
seen  as  a  critical  way  of  monitoring  individual 
staff  progress. 

Have  we  succeeded  in  producing  the  desired 
outcome? 

So  far  we  have  identified  where  we  want  to  be  - 
produced  action  plans  to  help  us  get  there,  and 
looked  for  indications  that  we  are  on  the  move.  At 
this  point  in  the  cycle  we  evaluate  the  change.  Is 
the  outcome  the  desired  one?  If  not,  can  we 
identify  where,  when  and  how  difficulties 
occurred?  Evaluation  takes  place  in  a  number  of 
ways  through  internal  and  external  audits, 
specific  reviews  or  reports.  Analysis  might  be 
individual  (through  appraisal),  service  based 
(through  audits  etc.)  or  be  organisation-wide. 
Evaluation  should  always  relate  back  to  the 
original  standards  and  objectives  set  at  the  early 
part  of  the  cycle. 

What  do  we  do  differently? 

This  is  about  learning  from  our  success  and 
difficulties.  We  can  achieved  this  by  creating 
opportunities  to  share  practice  and  increase  our 
collective  knowledge  and  skill  about  working 
with  deafblind  users.  It  could  result  in  sharing 
within  the  organisation  and  with  colleagues  in 
other  fields  and  looking  for  ways  of  breaking  new 
ground  through  research  and  innovation.  We  then 
look  to  maximise  this  information  to  help  us  begin 
the  cycle  again  -  with  higher  vision  and  aims. 

Involving  people 

A  key  aspect  of  making  quality  improvements  is 
involving  all  the  relevant  people  at  all  stages  of 
the  cycle.  The  vision  must  be  shared,  and  the 
identification  of  problems  and  solutions  must  be 
owned  by  everyone.  Change  cannot  be 
successfully  implemented  from  'above'.  Staff, 
users,  their  families,  carers  or  purchasers  must  all 
feel  empowered  to  move  through  the  cycle  to  help 
bring  about  positive  improvements.  Sense  is 
committed  to  adopting  this  approach  to  Quality. 
Using  such  a  systematic  approach  means  that 
we  can  ask  questions  like  'is  community  care 
working?'  with  much  more  rigour  and  objectivity. 
The  desire  to  create,  maintain  and  enhance  quality 
within  all  our  activities  will  require  a  sensitive 
and  committed  application  of  that  rigour  and 
objectivity.  It  is  hoped  that  using  the  Sense 
quality  cycle  as  explained  here  will  help  us  enter 
the  new  Strategic  phase  with  that  commitment 
firmly  in  place. 


Training  of  staff 
is  crucial. 


Induction, 


training  and 
development  of  stai 


is  a  critical  factor  in 


bringing  about 
change 
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INVOLVEMENT 


Barbara  Duff 

describes  a 

new  initiative 

to  empower 

deafblind 

people 

within  Sense. 


Margaret  Pickess,  who 
has  Usher,  helped  with 
the  administration  of 
the  'Living  with  Change' 
conference. 


FeelJhe 


force! 


The  concepts  of  empowerment'  and 
•involvement1  which  underpin  community 
care  are  central  to  the  work  of  Sense. 

However,  these  ideas  are  not  always  easy  to 
translate  into  concrete  actions  that  will  enable 
deafblind  people  to  make  choices  about  their 
lives,  have  access  to  a  wide  range  of  opportunities 
and  exert  an  influence  over  the  issues  that  are 
important  to  them. 

It  was  in  recognition  of  this  that  the 
Development  Fund  was  set  up  to  encourage 
projects  that  would  'directly  increase  the 
involvement  of  deafblind  people  (congenital  and 
acquired)  within  Sense'.  The  money  for  the  fund 
has  come  from  the  1%  efficiency  savings  made 
throughout  the  organisation  in  the  1997-98 
financial  year  -  a  sum  of  £40,000.  The  request  for 
bids  was  communicated  throughout  Sense  by  the 
Regional  Directors  and  by  1  March  1998,  17  had 
been  received.  A  panel  of  Council  and  Senior 
Management  Team  members  then  chose  the  12 
they  felt  would  have  the  biggest  impact  on  the 
lives  of  deafblind  people: 

•  On  the  campaigning  front,  Caroline  Ellis  and 
Graham  Hicks  will  be  supporting  a  mass 
lobby  of  Parliament  on  the  New  Deal.  This 
will  be  co-ordinated  by  a  deafblind  person  and 
involve  deafblind  people  in  the  drawing  up  of 
the  document.  Meanwhile,  Malcolm 
Matthews  will  be  consulting  groups  of 
deafblind  people  to  incorporate  their  views 
into  Sense's  work  on  public  policy  and  to 
establish  a  deafblind  network. 

•  Within  Sense,  Graham  Hicks  will  be  looking 
into  how  text-phones  can  improve  internal 
communication  and  increase  access  to  Sense 
for  members  of  the  public  with  a  sensory 
impairment. 

•  Alison  Bennett  will  be  managing  a  project  to 
co-ordinate  and  facilitate  service  user 
involvement  throughout  the  country,  building 
on  the  existing  advocacy  network.  She  will 
also  be  holding  two  weekends  away  (one  for 
14-18  year  olds  and  one  for  young  adults)  to 
consult  deafblind  people  themselves  on  how 
best  to  increase  their  involvement. 


»    Two  IT  projects  also  receive  funding.  John 
Shaw  will  extend  his  work  on  developing  an 
interactive  audio-visual  learning  programme 
using  CD-ROM  to  allow  both  staff  and  the 
people  who  use  Sense  services  to  develop 
their  understanding  of  manual  alphabet  and 
signed  communication  independently  of 
trainers.  Mike  Gamble  will  work  on  adapting 
software  to  give  deafblind  people  access  to  a 
new  means  of  communication,  information 
and  education,  allowing  them  greater 
involvement  in  decision-making  and  choice. 

•  Three  projects  will  support  the  provision  of 
services  by  deafblind  people  to  Sense  by 
covering  expenses  and  training  for  three 
workers.  Margaret  Pickess  helped  with  the 
administration  of  the  "Living  with  Change" 
conference  for  Usher  hearing  aid  users  in 
April,  developed  feedback  forms  and  will  be 
analysing  the  evaluation  provided  through 
these  by  the  participants.  Jackie  Bowden  will 
be  extending  the  Usher  database,  analysing 
significant  features  such  as  geographical 
variation  and  producing  a  report  that  will  be 
used  within  Sense  and  made  available  to 
researchers  into  Usher.  Megan  Jones,  who  is 
currently  studying  for  a  doctorate  in  Special 
Education,  will  be  providing  a  consultancy 
service  to  Sense  in  her  areas  of  expertise, 
namely  the  use  of  assistive  devices  with 
deafblind  children,  advocacy  and  counselling. 

•  Finally,  Development  Fund  money  will  be 
used  to  support  two  events  designed  to 
encourage  deafblind  people  to  become 
involved  in  Sense.  A  Family  Day  has  been 
organised  by  Sue  Davis  in  Norwich  to 
encourage  deafblind  people  and  their  families 
in  the  area  to  take  an  active  part  in  the  local 
network  (see  page  5).  Richard  Hawkes  will  be 
holding  a  Summer  Camp  in  Croatia  to  provide 
advice  and  expertise  as  well  as  the  Sense  role 
model  for  a  self-help  organisation. 

Project  proposers  are  now  planning  how  they 
will  evaluate  the  effectiveness  of  their  ideas  so 
that  the  Sense  Quality  Cycle  can  be  closed  and 
useful  learning  points  on  involving  deafblind 
people  passed  on  to  the  rest  of  the  organisation. 
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Welcome  to  the  latest  issue  of  Newsleaf 


It's  an  exciting  time  for  families  within 
Sense.  As  Tracey  Good  writes  on  page 
29,  the  Sense  Family  Network  has  had  a 
very  good  first  year,  culminating  in  the 
hugely  successful  conference  at 
Blackpool.  This  event  brought  together 
many  families  with  plenty  of  new  faces  as 
well  as  old  friends.  Whether  it  was  at 
formal  workshops,  lazing  around  in  the 
swimming  pools  or  chatting  at  the  bar, 
families  were  able  to  share  experiences  and 
ideas,  safe  in  the  knowledge  that  the  whole 
weekend  was  geared  to  their  needs.  So 


CONTENTS 

Towers  of  Fun  - 

Blackpool  Conference  report 

Family  Network's  first  year 

Branch  News 

Family  Forum 

Fighting  your  corner 

Disability  Discrimination  Act  -  view 
from  Dinah  Thompson 


IN  THE  NEXT  ISSUE... 

we'll  be  looking  at  the  issue  of  employment.  If  you 
have  any  news  and  views  about  this  we'd  really  like 
to  hear  from  you. 


much  was  achieved  in  such  a  short  time  -  there 
were  even  four  families  who  signed  up  for  Sense's 
trek  to  Nepal!  Inside,  Hazel  Benjamin  describes 
in  detail  all  that  happened. 

Family  Forum  played  an  important  part  in 
setting  up  the  Family  Network  and  a  short  article 
outlines  the  group's  role  and  its  success  of  late  in 
ensuring  that  Sense  stays  focused  to  the  needs  of 
Branches  and  families. 

More  locally,  there  have  been  successful  get- 
togethers  for  deafblind  people  and  their  families 
in  North  Wales  and  Norfolk.  It  is  hard  to  convey 
on  paper  the  relaxed  atmosphere  at  these  events, 
and  the  support  and  information  that  families  are 
able  to  get  out  of  them.  As  Peter  Brill  says  in  his 
article  on  his  family's  experiences  'the  main  way 
we  got  information  was  through  other  parents  -  it 
gave  us  a  more  positive  picture'. 

So  while  Sense  continues  to  grow,  it  is  vital 
that  it  also  promotes  opportunities  for  families  to 
meet  up,  support  each  other  and  work  in 
partnership  with  professionals.  Newsleaf,  the 
Family  Network  and  Branches  will  certainly  work 
towards  this  aim. 

Joff  McGill 


Let'e  have  all  your 
good  ideae! 
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Towers  of  Fun 


The  weekend  in  Blackpool 
was  a  triumph.  Everyone 
worked  together  and 
families  enjoyed  some 
quality  leisure  time.  So  how 
did  the  network  do  it? 
Hazel  Benjamin  explains: 

Take  32  assorted  families, 
8  seasoned  Leisure  Club 
leaders.  46  enthusiastic 
volunteers,  a  small  steering 
group  and  a  sprinkling  of 
Sense  staff.  Mix  well  in  a 
large  friendly  hotel  on  the 
Blackpool  sea  front.  Add 
plenty  of  activities,  some 
good  food  a  variety  of 
workshops  and  just  a  few 
conference  sessions.  Allow 
time  for  rest,  garnish  with 
plenty  of  fun.  and  crown  with 
a  lively  party.  With  this 
recipe  you  can  be  sure  that 
people  will  want  to  come 
back  for  more. 


Workshops  and  clinics 

Tracey  Good  the  chair  of  the 
Network,  put  everyone  at 
their  ease  in  introducing  the 
theme  of  the  weekend  by 
addressing  the  following 
questions: 

•  why  is  leisure  so 
important? 

•  how  do  we  make  leisure 
time  for  ourselves? 

•  how  do  we  make  the  most 
of  it? 

Three  members  of  the 
Network  shared  their 
experiences  of  leisure  with 
us.  Eric  Race  confessed  that 
his  leisure  time  is  totally 
taken  up  with  the  work  of  the 
Sense  Essex  Branch.  Did  you 
know  that  the  entry  for  the 
branch  in  the  local  telephone 
directory  comes  between 
'Samaritans'  and  'Sexually 
transmitted  diseases'?  'It 
seems  to  work',  says  Eric. 


Brenda  Carter  gave  a 
moving  account  of  her  battles 
for  respite,  followed  by  Rom 
Pocock  (accompanied  by 
baby  Mabli),  who  developed 
the  theme  of  family  leisure 
and  respite. 

We  were  then  invited  to 
explore  these  themes  further 
in  a  series  of  workshops  all 
led  by  parents  or  staff 
members  with  first  hand 
understanding  of  deaflbind 
people.  There  was  a  wealth  of 
experience  to  be  shared  and 
enjoyed.  Topics  included: 

•  Sense's  plans  for  respite 

•  legislation  and  respite 

•  how  to  adjust  to  having 
time  on  your  hands 

•  the  family  view  of  respite 

•  visiting  family  members 
in  a  residential  setting 

•  aromatherapy 

•  swimming  with  a 
deafblind  person 

•  relaxation  techniques 

•  sound  and  light  in  the 


The  De  Haas  family  enjoying  the  Sixties  night. 
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home. 

After  the  workshops 
Sense  staff  were  available  for 
clinic  sessions,  when  families 
were  able  to  meet  with  them 
individually  to  talk  about 
particular  issues,  such  as 
education.  Families  were  also 
able  to  contribute  to 
important  discussions  on 
Sense  membership,  Sense's 
strategic  plans  and  the  Royal 
Commission  on  Long  Term 
Care. 

Time  off 

The  workshops  were  an 
option  over  the  weekend  and 
not  everyone  attended  them. 
Some  decided  to  put  theories 
of  leisure  time  into  practice 
by  relaxing,  chatting  to  other 
families,  swimming,  reading 
the  papers  and  exploring 
Blackpool. 

The  Sense  Leisure  Club 

But  what  of  the  youngsters 
while  all  this  was  going  on? 
Well,  of  course  they  were 
having  a  whale  of  a  time 
enjoying  a  host  of  activities 
or  just  relaxing  in  the  care  of 
the  volunteers  in  the  Leisure 
Club.  As  one  family  put  it: 

'we  have  never  felt  more 
comfortable  or  confident  of 
leaving  our  precious  ones 
with  the  leisure  workers' 
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Party  time 

Saturday  night  was  party 
night.  We  were  joined  by  the 
Deputy  Mayor  and  Deputy 
Mayoress  of  Blackpool  for 
dinner  and  then,  led  by  a 
swinging  sixties  band,  it  was 
time  for  young  and  old  to 
dance  the  night  away 

What  next? 

Sunday  was  a  time  to  meet, 
to  evaluate  the  weekend  and 
to  gather  suggestions  for  the 
future  of  the  Network. 
What  did  people 
think?: 

'I  feel  safe, 
protected',  'I  feel 


Tracey  Good  guides 
the  Network 


exhausted  but  contented',  'I 
know  that  I  can  trust  Sense 
and  the  Family  Network', 

Our  thanks  to  everyone 
who  helped  to  make  the 
weekend  such  a  success  -  to 
all  at  Sense  who  believe  in 
the  importance  of  the 
Network,  to  the  members  of 
the  Voluntary  Services  Team 
and  the  Steering  Group  for 
all  their  hard  work,  to  the 
staff  at  the  hotel,  to  the 
wonderful  volunteers  -  and 
most  of  all  to  the  families  for 
making  the  effort  to  be 
there. 

Finally  it  was  very 
much  a  Family 
Network  conference, 


Claire  and  Rob  Bidgood  run  a 
session  on  sound  and  light  in 
the  home. 

with  something  for  everyone 
from  the  youngest  child  to 
the  grandparents.  But  please 
don't  be  put  off  from  coming 
to  another  event  if  you  are 
'single',  because  as  several 
members  put  it,  'We  felt  that 
we  were  a  valued  part  of  a 
big  family,  whose  needs  and 
understanding  mirrored  ours'. 
And  that  means  that  parents, 
children,  staff,  volunteers  and 
friends  all  have  an  important 
part  to  play  in  this  very 
special  'family'  that  is  at  the 
heart  of  Sense. 


MM 


Please  can 
we  have  more  of 
this  kind  of  event 
when  we  can  meet 
together  as 
families  mm 


Family  Network 

One  year  and  counting...! 

In  its  first  year,  the  Sense  Family  Network  has  gone 
from  strength  to  strength.  Tracey  Good,  Chair  of  the 
Network,  told  Newsleaf 

'Well,  we've  done  it!  We've  completed  the  first  year 
-  It  doesn't  feel  like  more  than  5  minutes  ago  that  we  set 
our  objectives  for  the  year,  but  we've  reached  all  our 
goals'. 

There  have  been  newsletters,  a  family  fun  weekend, 
an  information  pack,  lots  of  input  into  the  steps  taken  to 
create  a  clear  membership  system,  and  of  course  the 
annual  conference  in  Blackpool. 

Perhaps  the  biggest  step  taken  this  year,  has  been  in 
raising  the  profile  of  families  within  the  association  and 
bringing  these  families  together  again. 

Of  course  plans  for  the  future  must  be  made  and 
already  the  Network  are  going  to  Disneyland  Paris  in 
October,  a  Family  Fun  Weekend  in  the  spring  of  1999 
and  a  second  Network  conference  in  October  1999. 

There  are  over  200  families  on  the  mailing  list  so  if 
you  want  to  join  them  and  receive  all  the  detailed 
information  about  the  Network  please  contact  Deny 
Newton  at  Sense  Head  Office  in  Finsbury  Park. 
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Branch  News 


South  Coast 
Sense  Branch 

The  branch  were  invited 
to  a  Social  Services 
county-  wide  Parent's 
Forum  Open  meeting.  The 
agenda  for  the  meeting 
was  an  overview  of 
children's  and  adult's 
services.  Management 
structures  were  also 
looked  at.  A  follow  up 
meeting  in  April  looked  at 
service  specification  for  a 
transitional  service. 

We  have  requested 
representation  on  the 
County  Planning  Group, 
which  may  will  involve  the 
Sense  South  East  region  - 
at  present  we  are  awaiting 
a  response  from  the  local 
authority. 

The  good  news  is  that 
the  Social  Services 
Department  have 
appointed  a  Group 
Manager  for  Physical  and 
Sensory  disabilities,  a 
senior  sensory  worker  and 
a  service  manager  for 


sensory  disability.  It  will 
take  time  before  they  are 
established  as  a  team,  but 
it  is  a  step  in  the  right 
direction. 

The  Branch  itself  has 
been  relatively  quiet 
recently,  but  meetings  are 
taking  place  soon,  so  we 
should  be  back  in  force! 

North  Wales 

During  the  May  Day  bank 
holiday  families  and 
deafblind  people  from  all 
over  North  Wales  met  in 
Rhyll.  It  was  a  chance  to 
meet  up  with  others,  have 
something  to  eat  and  to 
discuss  ideas  for  the 
future. 

A  Sense  Leisure  Club 
entertained  children  and 
young  adults  for  the  day, 
swimming,  playing  basket 
ball  and  generally  having  a 
good  time  at  the  Rhyll 
Leisure  Centre. 

The  discussions 
involving  parents  and 
deafblind  people  had  two 


themes.  Deafblind  people 
commented  on  the 
importance  of  the 
opportunity  to  meet  up 
with  others  to  socialise  and 
to  share  experiences. 
Whilst  the  usual 
difficulties  of  transport, 
mobility  and  the  time  it 
takes  to  organise 
something  were 
highlighted  it  was  agreed 
that  a  strong  'social  circle' 
should  be  an  aim  for  the 
area.  The  branch  are 
exploring  the  idea  further. 

Families  were  very 
keen  on  developing  social 
opportunities  as  well  - 
this  time  in  the  form  of  a 
possible  Family  Fun 
weekend  for  those  in  the 
North  Wales  area.  This 
would  need  support  from 
Sense's  network  of 
volunteers,  the  Voluntary 
Services  Team  and  the 
branch,  but  the  idea  is 
being  explored  further. 

Thank  you  to  all 
involved  for  making  the 


day  such  a  success, 
particularly  the  input  from 
deafblind  people  and  the 
families  and  the  support  of 
volunteers. 

Yorkshire 

Plans  are  now  in  progress 
for  a  party  to  celebrate  the 
Branch's  10th  birthday. 
The  date  for  your  diary  is 
Saturday  September  26th. 
The  party  will  take  place 
in  Leeds  and  I  would  like 
to  ask  any  of  you  out  there 
who  live  in  the  North  and 
are  not  in  contact  with  the 
branch  to  please  get  in 
touch  with  us.  We  want 
this  to  be  a  true  family 
party  in  the  real  Sense 
tradition  and  this  means 
we  want  as  many  of  you 
as  possible  to  come  along. 
This  is  a  special  year  for 
us,  it  will  be  even  more 
special  if  more  of  you  out 
there  could  share  it  with 
us. 


I  his  is  a  lon^  established 
jjroup  within  Sense  that 
brings  together 
representatives  from  each 
of  the  Branches.  It  meets 
four  times  a  year  to  discuss 
issues  of  importance  to  the 
Branches  and  to  families.  It 
is  able  to  advise  and 
influence  Sense  ensuring  that 
the  family  voice  is  heard.  It  is 
represented  on  Sense's 
'     -ncil  and  currently  on  the 


Family  Forum 


group  that  is  carrying  out 
Senses  strategic  planning. 
It  was  at  Family  Forum 
that  the  first  mutterings  of  a 
Sense  Family  Network  were 
discussed.  Rather  than  leave  it 
there  the  group  ensured  the 
idea  was  explored  further  and 
stayed  on  Sense's  agenda. 
Those  discussions  have  led 
directly  to  the  creation  of  the 
Network  and  the  huge  success 
of  the  Blackpool  Conference. 


Another  issue  Family 
Forum  have  championed  is 
that  of  Respite,  which 
featured  in  the  last  issue  of 
Newsleaf.  Again  the  voice  of 
the  families  and  the  Branches 
has  been  vital  in  ensuring 
that  Respite  is  on  Sense's 
agenda  and  that  the 
discussions  stay  focused  on 
the  real  needs  of  deafblind 
people  and  their  families. 

The  group  continues  to  go 


from  strength  to  strength  as  it 
makes  a  real  contribution  to 
the  organisation.  Long  may  it 
continue  to  share  ideas  and 
experiences,  hear  the  latest 
news  and  gossip  and  raise 
important  issues  with  Sense! 

For  more  information 
about  Family  Forum  contact 
Neil  Farquharson,  Chair  of 
the  group,  via  Sense  Head 
office. 
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Up  and  coming  projects!! 

Two  new  initiatives  are  about  to  start  within  the  Voluntary 
Services  Team  which  will  be  of  interest  to  families  and  aim 
to  improve  the  range  of  services  and  information  on  offer. 


Volunteer  Co-ordinator 

This  post  will  continue  to 
develop  the  team's  strategy 
for  working  with  volunteers, 
establishing  a  database, 
developing  training  and 
policies,  increasing 
opportunities  for  volunteers 
and  enabling  the  team  to 
provide  more  services  for 
deafblind  people  and  families 
such  as  family  holidays, 
family  weekends,  activity 
weekends,  advocacy  etc. 
Work  across  the  team 
benefits  from  the 
involvement  of  volunteers 
and  many  of  the  family 
events  described  in  Newsleaf 


rely  on  volunteers  to  provide 
support  for  children  and 
young  adults  so  we  are  all 
excited  by  this  new  initiative. 

Health  Awareness 
Initiative 

Deafblind  people  and  their 
families  face  real  difficulties 
in  accessing  appropriate 
health  care.  The  experiences 
of  those  with  CHARGE  or 
Congenital  Rubella 
Syndrome  are  but  two 
examples.  Local  services  will 
not  have  access  to  the 
communication  skills  and 
specialist  knowledge  needed. 


Volunteers  make 
a  vital  contribution 
to  Sense's  work 


In  raising  awareness  of 
the  issues,  collecting  and 
providing  useful  information 
and  advice  on  the  causes  of 
deafblindness  and  the  effect 
these  have  on  a  person's 
health  and  by  establishing 
good  practice  it  is  hoped  the 


project  will  make  a  real 
difference.  The  project  will 
work  closely  with  Sense 
regions  and  appropriate 
outside  organisations 
gathering  together  the 
expertise  that  already  exists. 


If  you  would  like  more  information  about  either  of 
these  two  projects  then  please  contact  the  Voluntary 
Services  Team. 
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Fighting  your  corner 


When  resources 

are  scarce  and 

services  strictly 

rationed  you  need 

to  know  what  you 

are  entitled  to,  and 

how  to  battle  to 

get  it,  says 

Peter  Brill 


Peter  Brill's  daughter 
Josephine  has  cerebral 
palsy  and  severely  limited 
vision.  Now  five  years  old, 
she  is  doing  very  well  in  a 
special  school  in  Bristol. 
But  her  parents  already 
have  a  long  fight  behind 
them. 


What  were  your  first 
experiences  of  trying 
to  get  information 
and  support? 

For  most  parents  of  a 
disabled  child  the  first  year 
or  so  is  the  hardest  and  this 
was  certainly  true  in  our  case 
-  the  first  1 8  months  of 
Josephine's  life  were  very, 


very  difficult. 

You  have  to  absorb  the 
shock,  establish  the  level  of 
disability,  find  someone  who' 
can  tell  you  what  is  going  on, 
work  out  your  rights  and 
what  you  can  get.  You  have  to 
do  all  this  quickly  and  with  a 
relatively  small  amount  of 
help  from  the  professionals. 

Some  professionals  we 
encountered  were  brilliant. 
But  many  lack  diplomacy, 
tact,  and  understanding.  One 
we  heard  of  just  marched  in 
and  said,  'Your  child  has  got 
cerebral  palsy  -  there  is 
nothing  else  we  can  do'. 

Most  medical 
professionals  don't  have  time 
to  act  as  counsellors. 


You  get  given  some 
information,  such  as  'your 
child  is  blind',  and  then  have 
to  make  sense  of  it,  find 
someone  who  can  put  it  in 
context  and  tell  you  what  it 
means.  This  is  where 
communication  really  breaks 
down. 

Many  professionals  have 
no  idea  what  is  available.  For 
example,  a  GP  may  never 
have  encountered  a  deafblind 
person  in  his  practice,  or 
know  what  is  on  offer  for 
different  types  of  disability. 
Handing  out  leaflets  is  not 
enough.  There  is  a  huge  job 
to  be  done  to  educate 
professionals  -  particularly 
GPs. 


Peter  and  Josephine  Brill 
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There  are  various  reasons 
for  professionals'  reluctance 
to  volunteer  information. 
They  may  not  know;  they 
may  not  want  to  tell  you;  and 
there's  also  an  element  of 
protection  of  their  own 
profession  and  budgets. 
Budgets  are  a  major  issue: 
once  you  go  beyond  the 
purely  medical  part  of  care 
you  have  to  fight  very  hard 
indeed  to  get  what  you  want, 
or  even  to  find  out  what  your 
rights  are. 

So  how  can  parents  get 
the  best  out  of  what  is 
available? 

What  you  get  often  depends 
on  how  much  you  know,  how 
articulate  you  are  and  how 
skilled  you  are  at  fighting  for 
things.  Generally,  though, 
most  people  in  the  first  few 
months  know  little  or 
nothing.  So  you  may  not  be 
sure  what  you  are  asking  or 
how  to  ask  for  it. 

It  definitely  helps  to  be 
articulate  and  informed.  I 
was  fortunate  in  that  my 
father  is  a  doctor  so  I  have 
some  medical  background.  It 
was  also  useful  that  my  wife 
used  to  teach  special  needs 
children,  so  had  some 
knowledge  of  the  issues. 

However  the  main  way  we 
got  information  was  through 
other  parents.  Our  social 
worker  told  us  about  a  centre 
in  London  and  we  became 
involved  with  it.  Meeting 
other  people  who  had  gone 
through  similar  experiences 
made  us  realise  that  we 
weren't  alone.  We  started  to 
see  just  how  much  we  faced 


but  talking  to  other  parents 
gave  us  the  upside,  a  more 
positive  picture  as  well.  And 
we  got  masses  of  tips:  people 
would  say  'Have  you  tried 
this  ...?' 

How  did  you  fare  with 
Josephine? 

When  Josephine  was  8 
months  we  moved  to  Bristol. 
By  this  time  we  had  done  our 
homework  and  knew  exactly 
what  we  were  looking  for  in 
terms  of  care,  education, 
support,  facilities...  We 
arrived  armed  with  a  list  of 
people  to  talk  to,  including 
school  headmasters,  having 
already  got  in  touch  with 
parent  support  workers  in  the 
area. 


MM 


They  are  sure 
as  hell  not  going  to 
tell  you  if  it  means  it 
is  going  to  cost 
money       MM '  M 

We  visited  the  names  on 
our  list,  introduced  ourselves, 
and  asked  them  detailed  and 
specific  questions  about 
things  like  education, 
physiotherapy  and  respite 
care.  We  had  already 
acquired  masses  of 
information  and  although 
some  people  seemed  to  think 
we  were  from  planet  Zog,  it 
was  clear  that  we  knew 
precisely  what  we  were 
talking  about. 

It  worked  for  we  quickly 


found  out  which  health  trusts 
we  would  benefit  from. 

Josephine  also  started 
going  to  a  Sense  Centre  -  the 
Woodside  Family  Centre  - 
which  transformed  our  lives. 
We  made  lots  of  contacts  and 
got  honest  answers  from 
other  parents 

Now  Josephine  is  five  she 
attends  special  school  full 
time  and  goes  to  a  Saturday 
club.  We  get  a  good  respite 
service,  equipment,  and  are 
also  looking  at  alternative 
therapies.  She  is  doing  really 
well.  Everyone  is  fighting  for 
us  because  we  are  fighting 
ourselves. 

Is  your  experience 
typical? 

Unfortunately  not.  We  have 
seen  people  who  had  no 
support,  no  help  and  no  one 
to  turn  to  because  they  didn't 
know  and  weren't  told. 

Their  kids  are  growing 
up.  They  may  belong  to  a 
support  group  now  but  feel 
embittered  because  they 
didn't  have  help  when  they 
most  needed  it,  in  the 
formative  years  of  their 
child's  life.  Some  couples 
even  split  up  because  of  the 
strain. 

Through  no  fault  of  their 
own,  they  and  their  children 
are  made  to  suffer.  Families 
have  suffered  badly  because 
they  didn't  get  enough 
information  about  how  to  get 
appropriate  help  and  they 
have  had  to  do  it  all 
themselves.  It  makes  me  so 
angry  when  I  see  this. 

Why  aren't  people  told 
what  they  are  entitled  to?  The 


main  reason  is  that  they  are 
sure  as  hell  not  going  to  tell 
you  if  it  means  it  is  going  to 
cost  money. 

What  advice  would  you 
give  parents? 

Firstly,  find  out  as  much  as 
you  can  as  quickly  as 
possible.  Ask  everyone  you 
come  in  contact  with:  social 
workers,  GPs,  specialists, 
nursing  workers.  Ask  and  ask 
-  and  every  new  contact  you 
make,  ask  again.  Keep 
asking. 

Talk  to  as  many  people 
as  you  are  able  to.  Some 
will  be  of  use  and  you  will 
eventually  find  someone  who 
has  had  the  same  or  similar 
experience  and  can  tell  you 
what  to  do. 

Secondly,  you  need  to 
fight  for  everything.  Know 
your  rights  and  entitlements 
inside  out,  then  don't  give  up 
or  take  no  for  answer.  You 
have  to  make  their  life  hell 
until  such  time  as  they  do  it, 
even  if  it  is  just  to  shut  you 
up. 

Stay  focused  and  try  to 
keep  moving  forward  so  that 
you  don't  start  taking  it  out 
on  each  other.  Counselling 
and  parent  support  groups  are 
also  very  helpful.  You  can 
find  a  group  through 
organisations  like  Sense. 

Finally,  you  need  to 
accept  that  although  life  with 
a  disabled  child  or  adult  may 
be  a  constant  battle,  it  is 
worth  it     and  there  are  lots 
of  wonderful  bits  too! 

Franccsca  Wolf 
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PERSONAL  VIEW 


The  Disability  Discrimination  Act  1995 

Dinah  Thompson  writes  in  with  a  personal  view  of  the  DDA. 


I  bet  all  of  us.  have  reason 
to  be  thankful  that  there  is 
a  legal  framework  to  the 
educational  and  social 
support  our  children, 
family  and  ourselves  receive 
-  even  if  we  are  not 
intimately  acquainted  with 
every  clause  of  every  Act  of 
Parliament. 

I  must  say.  I  thought  that 
the  Disability  Discrimination 
Act  ( 1995)  (DDA)  was  one 
that  I  could  miss.  After  all. 
Nicholas  is  so  handicapped 
that  he  is  never  going  to  put 
himself  where  he  is  not 
wanted  -  or.  rather,  where  we 
believe  it  is  inappropriate  for 
him  to  go. 

So  I  felt  quite  relaxed 
when  I  recently  found  myself 
one  of  the  delegates  at  a 
seminar  workshop  on  the 
DDA  (Part  III  -  Goods  and 
Services),  having  a  purely 


academic  interest  in  the 
proceedings.  I  also  felt  quite 
ignorant  -  but  over  time  this 
was  replaced  by  familiarity 
and  dare  I  say  it,  a  certain 
confidence  in  finding  my 
way  through  the  provisions  of 
the  Act.  This  was  due  to  an 
excellent  crystal-clear 
reference  pack  issued  by 
DARAS,  the  Disability 
Access  Rights  Advice 
Service  (0345  585445).  who 
sponsor  the  seminars. 


MM 


What  about 


those  like  Nicholas 

who  cannot  fight  their 

own  corner?     J  J 

The  DDA  was  passed  to 
make  discrimination  against 
someone  on  the 


grounds  of  their 
disability  unlawful. 
Just  as  businesses  are 
not  panicking  about  the 
millennium,  you  do  not 
notice  them  suddenly 
widening  their  doors 
and  installing  lifts  and  this  is 
because  they  are  not  required 
to  spend  any  money  -  yet. 
The  Act  is  enforceable  in 
phases  and  Part  II,  Education 
and  Employment  was 
completed  in  1996.  The 
remaining  access  to  goods 
and  services,  dealt  with  in 
Part  III  of  the  Act  come  into 
force  in  October  1999.  It  is 
concerned  to  ensure  that 
disabled  people  are  treated 
equally  to  non-disabled 
people. 

What  about  those  like 
Nicholas  who  cannot  fight 
their  own  corner?  Nicholas 
can  rely  on  a  'friend'  to  look 
after  his  interests,  someone 


who  is  prepared  to  negotiate 
for  him  -  this  might  be  a 
parent,  advocate  or 
careworker  -  anyone  who 
would  not  wish  to  see  him 
disadvantaged  in  some  way. 
We  hope  of  course,  that  our 
children  will  not  encounter 
discrimination  and  that  we 
won't  need  to  take  on  even 
more  bureaucracy  and  hassle 
that  we  already  have.  But  it  is 
good  to  have  a  safety  net,  and 
reason  to  hope  that  society  is 
changing,  or  can  be 
persuaded  to  change,  to  a 
more  positive  view  of 
disability. 


Caroline  Ellis,  Sense  Campaigns  Officer  writes: 


Dinah  is  right  -  it  is  good  to  have  something  in 
place  and  Sense  already  has  examples  of  how  just 
citing  the  Act  can  get  results.  Recently  a  deafblind 
woman  was  trying  to  arrange  an  appointment  with 
her  GP.  She  wanted  an  interpreter  paid  for  which 
the  GP  was  refusing  to  do.  When  Sense  supported 
the  woman  by  quoting  the  relevant  section  of  the 
Act  the  GP  caved  in! 

However  the  act  is  very  complicated,  full  of 
exemptions  and  far  from  perfect.  Discrimination  will 
still  be  possible  in  some  circumstances,  for  example 
on  'health  and  safety'  grounds.  Similarly  the  duty  in 
the  Act  that  requires  those  providing  goods  and 
services,  to  make  'reasonable  adjustments'  to  ensure 
a  service  accessible,  is  too  vague. 

Sense  will  continue  to  campaign  for  full  civil 


rights  for  people  with  disabilities  and  more 
particularly  will  endeavour  to  ensure  that  the  needs 
of  people  who  are  deafblind  and  multiply  disabled 
are  recognised  as  distinct  and  separate  from  those 
with  single  sensory  impairments. 

To  this  end  it  would  be  really  useful  to  hear 
feedback  on  examples  of  people  who  feel  their  son 
or  daughter/family  has  been  discriminated  against 
because  of  their  disability.  We  can  then  feed  this 
information  into  future  Campaign  reports  and  keep 
Alan  Howarth  MP  (the  minister  responsible  for  civil 
rights  for  disabled  people)  informed. 

If  you  would  like  more  information  on  this  or 
any  other  campaign  issues,  or  if  you  have  examples 
to  tell  us  about  then  please  contact  me, 
Caroline  Ellis  at  Sense  Head  Office. 
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FEATURES 


Empowerment  #»™& 

representation 


In  the  last  few  years  the  community  of 
deafblind  people  that  Sense  has  been  working 
with  has  expanded  and  changed  quite 
radically.  We  are  now  involved  with  many  more 
children  with  multiple  disabilities,  both  children 
and  adults  with  one  sensory  disability  and 
additional  disabilities,  people  from  a  wide  range 
of  ethnic  communities  and  most  recently  people 
who  have  acquired  deafblindness  and  older  people 
who  have  become  deafblind  as  part  of  the  ageing 
process. 

So  that  Sense's  governing  Board  of  Trustees 
reflects  this  changing  and  growing  community  we 
have  made  particular  efforts  to  recruit  appropriate 
new  Council  Members  and  are  particularly 
delighted  to  welcome  our  first  deafblind  Council 
member,  Dr  Philip  Gafga  and  our  first  members 
from  ethnic  minorities  within  the  community, 
Fiona  Akpeki  and  Mary  Shek  as  an  observer.  We 
are  also  pleased  to  welcome  Rita  Stewart  from  the 
Coventry  Society  for  the  Blind,  now  managed  by 
Sense,  which  provides  residential  and  day 
services  for  blind  and  deafblind  people  including 
the  elderly,  and  three  parents,  Peter  Brill,  Robert 
Spigel  and  Christine  Truss,  all  of  whom  bring  real 
experience  and  skills  from  their  professional 
work.  Here,  some  of  them  speak  for  themselves 
about  what  being  a  Sense  Council  member  means 
to  them. 

Dr  Philp  Gafga  writes: 

"I  have  Usher  Type  1 ,  am  a  guide  dog  owner,  and 
have  been  a  member  of  Sense  since  the  early 
1980s.  I  believe  in  the  great  importance  of 
involving  deafblind  people  at  all  levels  of  policy 
and  decision  making  within  Sense,  including 
Council  meetings.  As  I  am  also  a  Director  of 
Deafblind  UK,  my  main  goal  is  to  put  deafblind 
issues  on  the  national  political  agenda  by  working 
closely  with  both  Sense  and  Deafblind  UK  in  the 
hope  that  this  process  will  lead  to  a  'New  Deal' 
for  deafblind  people." 

Fiona  Akpeki  writes: 

"I  intend  to  participate  actively  in  the  governing 


of  Sense.  I'll  be  analysing  the  issues,  asking 
questions  that  need  asking,  and  hope  to  make  an 
active  contribution  to  the  Equal  Access  Special 
Interest  Group." 

Christine  Truss  writes: 

"  I  have  had  links  with  Sense  since  1992  when 
my  daughter  Lindsey,  now  1 9  was  diagnosed  with 
Usher  Type  1 .  My  background  is  in 
administration  and  more  recently  as  a  psychology 
graduate  and  counsellor. 

Last  November,  I  helped  to  co-chair  a 
successful  parents'  day  for  newly  diagnosed 
Usher  children  and  young  people,  and  am 
currently  helping  Mary  Guest  and  Ilene  Milner  to 
explore  setting  up  a  peer  counselling  programme 
for  deafblind  people.  I  have  also  just  heard  that  I 
have  won  funding  from  the  Crowther  Fund  of  the 
Open  University  to  research  (as  part  of  an  MA) 
the  psychological  well-being  of  young  Usher 
people  and  their  families. 

I  felt  rather  apprehensive  at  my  first  Council 
meeting  -  but  was  skilfully  'guided'  through  the 
intricacies  of  Council  by  my  mentor  Hazel 
Benjamin.  I'm  very  much  looking  forward  to 
working  on  Council  and  hope  to  offer  insights 
about  acquired  deafblindness  as  a  parent,  a 
counsellor,  and  through  my  evolving  research 
work" 

Robert  Spigel  writes: 

"  My  introduction  to  Sense  came  via  the  Family 
centre  in  Ealing.  Lindy  Wyman,  David  Brown  and 
their  colleagues  helped  my  family  though  our 
initiation  to  deafblindness  following  the  birth  of 
out  daughter  Eleonore  -  now  aged  eight. 

As  well  as  being  a  parent,  I  also  have  a 
marketing  background  in  the  business  and 
voluntary  sectors.  What  would  1  like  my  role  to 
be?  First  and  foremost  to  add  the  voice  of  another 
parent  to  Council,  and  secondly  to  support  Sense 
staff  in  the  development  of  their  marketing  and 
communications  strategies.  I'm  sure  it  will  be 
hard  work,  exciting  and  rewarding." 


As  part  of  a 
drive  to  make 
Sense's  Council 
more 

representative 
and  inclusive  a 
number  of  new 
Council 

members  have 
joined  recently 


I  believe 


in  the  importance 
of  involving 
deafblind  people 


at  all  levels  of 


policy  and  decision 
making 
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FUNDRAISING 
AND  TRADING 


Are  you  sensing 
The  Challenge? 


Stefan  Meigh, 

International 

Fundraiser, 

explains  how 

the  Himalayas 

trek  is  taking 

shape... 


Student's 
trek  to 
support 
aid  wwi 


Himalayan  challenge 


Halfway  there  and  already  Sense  The 
Challenge  '98  has  captured  the  imagination 
and  pockets  of  many!  Over  a  hundred  people 
have  signed  up  to  go  on  the  exciting  trek 
through  the  Himalayas  and  are  busy  raising 
their  sponsorship  and  preparing  for  the  trip. 

Many  people  have  asked  why  and  how  we 
developed  the  idea  of  organising  an  international 
trek  to  raise  money  for  Sense  International.  The 
answer  is  simple:  it  is  an  exciting  way  for  people 
to  get  involved.  We  also  wanted  the  fundraising  to 
encompass  an  international  aspect  and  to  create  a 
formula  which  we  could  adapt  on  a  yearly  basis, 
inviting  a  new  challenge.  We  know  already,  with 
the  enthusiastic  reception  the  idea  has  had  this 
year,  we  can  build  on  the  success  of  this  year's 
trek  and  produce  more  exciting,  challenging 
events  for  years  to  come. 

Over  twenty  Sense  staff  throughout  the 
country,  from  fundraisers  to  social  tutors,  from 
Sense  Scotland  to  Sense  Trading,  have  got  the 
challenge  fever  too!  As  have  parents  and  others 
including  Sense  Council  members,  who  know 
firsthand  the  importance  Sense's  expertise  has: 
John  Churcher  and  Richard  Sypula  who  both  have 
Usher  Syndrome,  and  parents  Andy  Wood  Eileen 
Farquharson,  Robert  Spigel,  Sue 
Boston  and  William  Dickenson  are 
just  some  who  are  actively  seeking 
sponsorship. 

One  of  the  fundraising  stars  is 
Diane  Vander,  who  by  the  middle  of 
March  had  already  reached  the 
£2000  target.  The  most  raised  so  far 
comes  from  Peter  Brill  whose 
daughter  Josephine  uses  the 


2£ 


Woodside  Family  Centre  and  has  raised  £5,150. 
He  is  still  busy  organising  a  hot  air  balloon  trip 
that  takes  him  to  the  height  and  the  distance  that 
the  trek  covers.  Events  planned  by  others  include 
sponsored  Parachute  jumps,  line  dances, 
sponsored  walks  along  the  Cornish  coast  and 
cycle  rides... 

Two  companies  who  have  already  been  very 
strong  supporters  of  Sense  have  also  decided  to 
join  in  the  challenge.  Employees  from 
Nottingham  brewing  company,  William  Younger 
and  Co.  and  the  Birmingham  office  of  the 
international  legal  firm,  Wragge  &  Co.  will  be 
going  on  group  treks. 

Many  of  our  trekkers  have  been  hitting  the 
headlines  too!  Encouraging  the  trekkers  along  the 
way,  local  journalists  and  photographers  have 
been  capturing  the  inspiring  stories  of  the  local 
adventurous  challengers:  from  the  Coulson  and 
Purley  Advertiser  to  the  Bristol  Evening  Post  and 
even  the  Independent  on  Sunday!  Thank  you  also 
to  the  support  from  outdoor  equipment  specialists 
Cotswold  trek  organisers  STC  and  Lonely  Planet 
and  Rough  Guide. 

And  so  to  this  summer  where,  in  June,  all  the 
trekkers  came  together  for  the  official  launch  of 
the  trek  at  the  Royal  Geographic  Society  where 
Doug  Scott,  the  leading  British  Mountaineer  gave 
a  lecture  entitled  Nepal  -  Its  Mountains  and 
People.  Such  inspiration  should  lead  all  the 
trekkers  to  keep  going  in  meeting  their  target 
sponsorship! 


Himalayan  trek 
a  high  time  for 
Alister  to  quit 


Women  training  for  Himalayas 


of 


rle 
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You  don't  have  to  be  Younger 
to  support  Sense,  but  it  helps! 

When  Ian  Copeland,  William  Younger's  Marketing  and 
Planning  Director  joined  the  Sense  Nottingham  Appeal 
Committee,  a  fruitful  relationship  began.  Together  with 
other  members  of  the  local  business  community  from  a 
variety  of  companies  including  BT,  W  H  Smith  and  Knoll 
Pharmaceuticals,  Ian  and  William  Younger  have  put 
Nottingham's  local  business  support  for  Sense  on  the  map. 

William  Younger,  a  regional  brewer,  part  of  the  Scottish  and 
Newcastle  Group  based  in  the  North  East,  operates  throughout 
Nottinghamshire,  East  Anglia,  Northamptonshire  and  parts  of 
the  West  Midlands.  A  company  with  a  strong  culture  for 
supporting  the  voluntary  sector,  its  makes  significant 
contribution  to  a  number  of  charities  every  year.  This  year, 
Sense  received  a  fantastic  £23,450.  This  involved  many 
fundraising  activities,  including  a  gruelling  Four  Peak 
Challenge  by  20  members  of  staff,  and  culminated  in  a  grand 
Charity  Gala  in  Nottingham  for  300  hundred  people. 

Ian  Copeland  and  colleagues  visited  Sense  East  earlier  in 

SENSE  TRADING 


Raising  well! 


When  Sense  International  first  sought  people  to  fundraise  for 
its  Sense  the  Challenge  '98  sponsored  trek  in  the  Himalayas, 
Trading  responded  at  once.  Four  members  of  staff  signed  up  to 
fly  the  flag  for  the  Shops,  with  each  trekking  candidate 
representing  a  separate  region  of  shops.  The  shops  themselves 
are  also  doing  their  bit,  with  special  donation  tins  and  a  poster 
campaign. 

Signs  of  the  time 

With  more  Sense  Charity  shops  opening  up  all  around  the 
country  needing  high  quality  stock,  Sense  Trading  knows  the 
importance  of  warehousing.  And  so  existing  warehouses  in 
Kent  and  Peterborough  are  now  joined  by  a  third  in  Lichfield 
Birmingham.  Having  a  warehouse  in  Birmingham  means  that 
we  can  offer  shoppers  in  the  Midlands  area  greater  choice,  and 
improve  the  region's  collection  service.  All  three  Sense 
warehouses  are  maintained  by  a  fleet  of  vans  in  the  eye- 
catching Sense  livery,  which  transport  the  goods  to  and  from 
our  shops. 

...The  three  latest  shops  to  open  are  in  Coalville,  Norwich 

and  Tottenham.  All  got  off  to 
a  good  start  and  we  wish 
the  new  staff  all  the 
best  for  the  future... 


In  the  thick  of 
it  -  a  Sense 
runner  gives 
his  all  in  this 
year's  London 
Marathon 


Inspired?  If  you  would  like  to  exercise  your  heart 

in  more  ways  than  one,  call  Charlotte  Davis  about 

Sense's  parachute  jump  on  0171  272  7774 


the  Spring  for  the  final  cheque  presentation  and  were  able  to 
see  first  hand  the  work  that  Sense  do.  Moved  and  impressed  by 
what  Sense  have  achieved,  delighted  to  be  able  to  support  our 
work,  William  Younger  now  continues  with  support  for  Sense's 
international  work  as  Stefan  reports  (p. 36).  Our  thanks  go  to  all 
the  staff  at  William  Younger  for  their  enthusiastic  support  and 
tremendous  commitment  and  we  are  delighted  that  they  have 
chosen  to  support  us  again. 
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HRH  The  Princess  Royal,  Princess  Anne  visits  the  Sense  shop  at 
Skegness  in  April. 

Time  flies  when... 

...you're  doing  a  job  you  love  and  you're  doing  it  well!  Yet 
another  financial  year  has  passed  and  the  amount  of  funds 
raised  continues  to  increase.  Almost  £3.4  million  was  raised 
through  Sense  shops  in  England  in  1997/8  -  representing  a 
26%  increase  in  sales  from  last  year.  Scottish  shops,  which 
operate  in  tandem  with  the  English  shops  also  had  a  great  year, 
exceeding  their  sales  budget  by  30%.  We  are  confident  this 
performance  will  once  again  place  Sense  shops  amongst  the 
top  charity  retailers  in  the  country. 

It  is  hoped  that  this  year,  1998/9,  will  be  an  historic  year 
for  Sense  shops.  It  is  budgeted  that  the  Shops  department  will 
break  the  £lm  net  return  barrier  for  the  first  time.  This  would 
be  a  fantastic  achievement     from  a  relatively  small  chain  o\' 
53  Sense  shops! 
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SENSE  PEOPLE 


June  Brooks 

On  8  April,  family,  colleagues  and  friends  came  together  at  Peterborough 
Cathedral  for  a  moving  celebration  of  the  life  of  June  Brooks,  who  died 
on  1  April  aged  55.  June  made  an  enormous  contribution  to  the  work  of 
Sense.  Deafblind  UK  and  the  Council  for  the  Advancement  of 
Communication  for  Deaf  People  (CACDP)  during  her  lifetime. 

When  June  joined  the  Manor  House  in  Market  Deeping,  as  a  part-time 
teacher  in  1980.  she  was  one  of  Sense's  first  employees.  John  Blanchard, 
then  Principal,  wrote  "During  those  early  hectic  years,  June  was  a  tower  of 
strength.  Her  organisational  skills,  willingness  and  her  sense  of  humour  were 
tremendously  valuable  to  staff,  students  and  parents". 

In  1988,  she  joined  Deafblind  UK  as  Head  of  Administration.  Ann 
Barnett,  Chief  Executive  at  the  time,  wrote:  "June  played  a  major  role, 
establishing  quality  services  for  deafblind  members,  and  awareness  and 
communication  training.  She  was  at  her  best  with  new  challenges,  never 
faltering  in  her  determination  to  achieve  a  realistic  outcome."  For  CACDP, 
June  acted  as  consultant,  teaching  communication  with  deafblind  people  and 
conducting  examinations  for  communicators  and  interpreters.  She  received 
their  special  award  for  outstanding  service  in  1997. 

June  was  not  a  leader  in  our  world  but  was  one  of  those  essential  people 
who  make  things  happen.  She  was  a  professional  to  her  finger-tips,  but 
always  humane,  humourous  and  gifted  at  drawing  people  together.  Although 
physically  frail  from  cancer,  June  was  active  right  up  unto  the  end  of  her  life. 
She  rejoiced  in  her  family,  delighted  in  her  grandchildren,  and  amazingly, 
organised  a  birthday  party  for  her  husband,  Alan's  60th  birthday  only  two 
days  before  she  died. 

June  will  be  missed  by  us  all. 
Rodnev  Clark 


June  Brooks  receives  the  Joseph  Maitland  Robinson 
Award  from  Sir  Stephen  Tumim  at  CACDP's  1997 
award  ceremony. 


Sarah  Brier 


On  Wednesday  14  January  1998  staff  at  the  Anne  Wall  Centre  were 
shocked  to  be  informed  of  the  passing  away  of  Sarah  Brier. 

Since  August  1995  Sarah  attended  the  Day  Service  at  the  Anne  Wall 
Centre  in  Barnet  after  having  finished  her  education  at  the  Rebecca 
Coodman  Centre  at  Whitefield  School. 

Sarah  had  very  special  and  complex  needs  but  with  the  assistance  of  an 
Intervenor  was  able  to  do  things  for  herself  and  demonstrated  progress  in 
this  area  during  the  time  she  came  to  the  Anne  Wall  Centre.  She  led  her  life 
to  her  full  potential. 

(  ommunication  was  always  the  key  in  working  with  Sarah,  finding  an 
effective  way  of  communicating  with  her  and  enabling  her  to  express 
herself  was  a  very  stimulating  experience  for  all  of  us.  In  this  sense  both 
Sarah  and  the  staff  at  the  Centre  learned  a  lot  which  will  certainly  benefit 
other  service  users  at  the  centre,  now  and  in  the  future. 

A  tree  will  be  planted  in  memory  of  Sarah  in  the  sensory  garden  in 
Marnet   She  is  greatly  missed  by  staff  and  service  users,  and  our  thoughts 
are  with  Norma,  Sam  and  Jeremy. 
Maartcn  Vegting 


Members  of  the  Asian  Group  at  the  Coventry 
Resource  Centre  discuss  the  challenges  facing  people 
with  sensory  impairments  at  their  recent  meeting. 
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Manor  House  Crafts  launches 
new  catalogue 

Manor  House  Crafts  has 

launched  its  new  full 

colour  catalogue  of 

items  made  by  Sense 

East  students  - 

including  a  new  range 

of  bird  tables  and 

nesting  boxes 

produced  by  the 

Woodwork 

Department.  These  have  been  specially 

designed  by  woodwork  tutor  Ray  Garside  and  are 

produced  using  techniques  which  enable  most 

students  to  participate  in  the  construction 

process. 

We  have  also  produced  a  specially  designed  bird 
table  called  the  'halfway  house'  which  can  be 
mounted  on  the  wall  of  the  house,  garage  or 
shed.  Even  the  bird  boxes  are  dual-purpose  with 
a  removable  panel  making  it  suitable  for  a  wide 
range  of  birds.  All  the  items,  which  are 
attractively  finished  in  contrasting  colours,  have 
been  well-received,  and  some  were  displayed  on 
the  Sense  stand  at  this  year's  Chelsea  Flower 
Show. 

For  further  details  contact  Chris  Davies,  Manager 
of  Manor  House  Crafts  -  Tel:  01733  577  506 


© 

Training  dates  at  the  Ealing  Family  Centre 

The 

following  dates  are  available  in  November: 

9  Nov  Functional  use  of  vision 

Sue  Evans 

10 

Hearing  skills 

Jo  Franklin 

11 

Movement  and  mobility  skills 

Sue  Evans 

12 

Massage  therapy 

Mary  Barber 

13 

Early  communication 

David  Brown 

16 

Eating  and  drinking 

April  Winstock 

17 

Behavioural  differences 

Lindy  Wyman 

For  further  details  please  contact  Margaret  Gomm  at 

The 

Family  Centre,  tel:  0181-991  051: 

\ 

s 


n 
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Many  elderly  people 

can  become  deaf  and  blind... 

how  will  you  communicate  with  them?  Deafblind  UK  offers 
a  variety  of  courses  to  give  you  the  necessary 
communication  skills  -  CACDP  deafblind  communicator 
course;  deafblind  awareness;  deafblind  interpreting;  deaf 
awareness;  risk-taking  and  empowerment;  stress 
management;  personal  relationships  and  sexuality;  mental 
health,  objects  of  reference. 

For  more  details  contact:  The  Training  Department, 
Deafblind  UK,  100  Bridge  St,  Peterborough,  PE1  1DY. 
Tel  01733-358  100. 


THE  UNIVERSITY 
of  MANCHESTER 


'I' 

mencap 


Royal  Schools 
for  the  Deaf 
Manchester 
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Profound  Learning  Disability 
&  Multi  Sensory  Impairment 

(a  distance  learning  course) 

If  you  are  involved  with  someone  who  has  complex  needs, 
why  not  develop  your  skills  and  obtain  recognition  for 
them?  Parents,  carers  and  professionals  may  follow  an 
established  two-year  course  and  gain  a  university 
award/qualification.  Courses  are  available  at  Certificate, 
Adv.  Diploma  and  Msc  levels.  Work  is  home-based, 
supported  by  workshops  and  telephone  tutor  support.  Issues 
relating  to  challenging  behaviour,  communication, 
education,  ordinary  life  principles  and  sensory  impairment 
are  addressed. 

Further  details  from:  The  Course  Secretary, 
University  of  Manchester,  JTI  Office,  RSD,  Stanley  Rd, 
Cheadle  Hulme,  Cheadle,  Cheshire,  SK8  6RQ 
Tel:  0161-437  3577  Fax:  0161-436  5060 


© 


Unseen  Secrets  -  a  British  Society  for 
Mental  Health  and  Deafness  National 
Conference 

25  November  1998  -  Connaught  Hall,  London  WC1 

Topics  to  include:  prevention  of  abuse  of  deaf 

children  and  vulnerable  adults;  investigation  and 

legal  issues;  interventions.  BSL/English 

interpretation  provided. 

For  futher  details  contact  Elizabeth  Gifford. 

Tel:  0181  682  6925 

Text:  0181  682  6950  Fax:  0181  682  6461 
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The  views  expressed  in 

Talking  Sense  are  not 

necessarily  those  held  by 

Sense,  the  National 

Deafblind  and  Rubella 

Association. 

Talking  Sense  is  happy  to 

consider  articles  for 

publication,  but  reserves 

the  right  to  edit  material 

where  necessary. 

Editorial  team 

Colin  Anderson 

Joff  McGill 

Samantha  Fiander 

Sabeha  Syed 

Design  Relay  &  Geoff  Dunn 

Print  Active  Colour 
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The  National  Deafblind 

and  Rubella  Association 


Head  Office 

11-13  Clifton  Terrace 

Finsbury  Park, 

London  N4  3SR 

Tel:  0171-272  7774 

Fax:0171-272  6012 

Minicom:  0171-272  9848 

E-mail:  Talking 

Sense@Sense.Org.UK. 

Chief  Executive: 

Rodney  Clark 

Sense  Cymru 

Shand  House, 

20  Newport  Road, 

Cardiff  CF2  1YB 

Tel/Fax  :01 222-457641 

Minicom:  01222-499  644 

Development  Officer: 

June  Hoy 

Sense  Northern  Ireland 

Sense  Family  Centre 

The  Manor  House 

51  Mallusk  Road 


County  Antrim 

BT37  9AA 

Tel/Text:  01232-833  430 

Fax:  01232-844  232 

Divisional  Services  Manager: 

Meta  McMullin 

Sense  Scotland 

5th  Floor, 

45  Finnieston  St, 

Glasgow  G3  8JU. 

Tel:  0141-564  2444 

Fax:  0141-564  2443 

Minicom:  0141-  564  2442 

National  Director: 

Gill  Morbey 


A  Celebration  of  the  Senses' 

at  the  Chelsea  Flower  Show 


This  May,  The  Chelsea  Flower  Show  was 
the  perfect  launchpad  for  Sense's  1998 
awareness  campaign  -  A  Celebration  of  the 
Senses  -  which  will  show  how  much 
deafblind  people  depend  upon  the  senses  of 
touch,  smell  and  taste,  as  well  as  residual 
sight  and  hearing,  to  experience  and  learn 
about  the  world  around  them. 

The  Flower  Show  was  also  the  ideal  venue 
for  Sense  to  show  how  gardening  can  be  a 
therapeutic  and  meaningful  activity  for 
deafblind  people. 

Sense  was  the  main  beneficiary  of 
the  1998  Chelsea  Flower  Show  Royal 
Gala  Preview  this  year  -  which  raised 
over  £250,000  for  our  work  with 


Chelsea  1 M 

Rower  Show  Gala  Preview 


deafblind  people.  Sense's  patron,  Her  Royal 
Highness,  Princess  Anne,  attended  the  Gala 
and  met  Steven  Bottoms  who  is  deafblind  and 
makes  garden  furniture  at  Sense  West's 
woodwork  workshops.  Sense  were 
also  supported  at  Chelsea  by  gardening  writer 
and  broadcaster  Alan  Titchmarsh,  BBC  Food 
and  Drink's  chef  Antony  Worrall  Thompson, 
broadcaster  Nicholas  Parsons,  and 
horticulturist  and  television  presenter, 
Monty  Don. 

Gardens  are  integral  to  the  lives  of  many 
of  Sense's  service  users  -  tending  allotments, 
learning  about  independence  and  choice,  or, 
for  young  deafblind  children,  finding  out 
about  the  smell  and  feel  of  the  world  around 
them.  Russell  Gilmore  is  a  good  example. 
Despite  being  deaf  and  almost  blind  due  to 
Usher  syndrome,  Russell  is  a  keen  gardener 
who  has  helped  Wyevale  Garden  Centres  at 
the  last  two  Chelsea  Flower  Shows.  Russell 
takes  up  the  story... 

"My  Chelsea  experience  was  blooming 
marvellous  again  this  year!  I  helped  Bunny 
Guinness  and  Wyevale  to  create  their 
beautifully  designed  'Herbalist's  Garden'. 
I  planted  different  types  of  herbs  into 
containers  and  really  enjoyed  the  atmosphere 
of  the  preparations  for  the  show.  And  then  on 
press  day  my  wonderful  interpreter,  Siobhan 
Richardson,  came  with  me  as  I  went  'round 
the  show  and  we  both  enjoyed  a  iuwie  peck' 
or  two  with  all  the  famous  celebrities!" 
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Let's  get  to  work 

For  many  years  the  issue  of  employment  for 
deafblind  people  hardly  appeared  on  the  political 
agenda  at  all.  At  first,  the  struggle  was  to  get 
deafblindness  recognised,  and  then  for  appropriate 
education  and  support  services  to  be  provided. 
Gradually  though,  as  Sense  became  more 
established,  workshops  were  set  up  in  Birmingham 
and  Peterborough  where  deafblind  people  were 
enabled  to  produce  a  range  of  craft  goods.  Even 
now  though,  relatively  few  people  born  deafblind 
get  the  opportunity  to  work. 

For  people  with  acquired  deafblindness, 
finding  and  keeping  a  job  remains  an  enormous 
struggle.  Although  a  significant  number  of  people 
with  Usher  work  very  successfully,  the  statistics 
make  grim  reading. 

The  climate  is  gradually  changing  however. 
The  Disability  Discrimination  Act,  and  The 
Government's  New  Deal  are  slowly  pushing  things 
forward  -  although  continued  pressure  and 
campaigning  will  be  needed  to  ensure  that  targets 
are  met.  As  part  of  this  drive,  Sense  have  launched 
an  innovative  employment  project  in  Birmingham 
linked  to  a  range  of  new  initiatives  across  Europe 
-  see  page  1 1 . 

Employment  for  deafblind  people  across 
Europe  will  be  a  key  goal  for  the  next  century.  But 
it  should  also  be  recognised  that  paid  employment 
is  not  the  only  way  to  make  a  contribution  to 
society.  As  Caroline  Ellis  describes  on  page  17, 
many  disabled  people  are  active  in  their  own 
communities,  doing  voluntary  work  or  developing 
new  skills  and  interests.  The  role  of  carers,  who 
may  be  unable  to  take  up  out  paid  work,  must  also 
not  be  underestimated,  and  the  benefits  system 
changed  to  recognise  their  contribution.  Finally,  it 
should  be  recognised  that  employment  may  not  be 
a  suitable  option  for  all  deafblind  people,  for 
whom  continued  educational  or  therapeutic  input 
may  be  more  rewarding.  As  the  drive  towards 
employment  develops,  individual  needs  and  choice 
must  also  remain  central  to  the  debate. 
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Our  next  issue 

will  focus  on  involving  deafblind  people  and  their  families.  Please  send 
your  news,  comments  and  articles  to  Colin  Anderson  in  the  Communications 
Department  at  Finsbury  Park  by  1  November. 
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Red  and  White'  campaign 
wins  strong  backing 


In  Deafblind  Awareness  Week  22-27  June  1998  Sense  and 
Deafblind  UK  launched  a  major  new  campaign  for  national 
recognition  of  the  red  and  white  cane,  the  mobility  aid  and 
symbol  for  deafblind  people.  The  'Red  and  White:  no  sound 
no  sight'  campaign  aims  to  make  it  easier  for  deafblind  people 
to  move  around  safely  and  confidently  and  improve  access  to 
public  transport  and  high  street  services. 

Sense  also  teamed  up  with  the  Driving  Standards  Agency  so 
that  everyone  who  passed  their  driving  test  in  Deafblind 
Awareness  Week  was  issued  with  a  car  sticker  urging  fellow 
motorists  to  recognise  that  people  carrying  a  red  and  white 
cane  are  both  deaf  and  blind  and  to  take  extra  care. 


Employment 
pledge  for  Europe 

Fifteen  million  new 
jobs  will  be  created 
for  disabled  people 
across  Europe  by 
the  year  2005,  MEP 
Richard  Howitt 
told  delegates  at 
Sense's  September 
conference  on 
employment. 

Mr  Howitt, 
co-president  of  the 
European  Parliament's 
All  Party  Disability 

Group,  said  that  all  member  states  have  agreed  to  implement 
a  single  set  of  employment  guidelines  and  each  now  had  a 
national  action  plan  for  creating  jobs  for  disabled  people. 

More  than  100  delegates  from  50  different  organisations 
attended  the  two-day  conference  on  the  employment  and 
training  of  sensory  impaired  and  other  disabled  people  run 
by  Sense. 

Delegates  included  professionals  in  the  field  of  sensory 
impairment  and  staff  from  TECs,  local  authorities  and  major 
employers.  They  heard  about  initiatives  from  employers  and 
the  Employment  Service  as  well  as  specialist  projects  set  up  to 
employ  deafblind  people  in  Britain,  Sweden  and  Italy. 

The  Birmingham  conference  was  linked  to  Sense's  Horizon 
project  at  Oldbury  in  the  West  Midlands  which  provides  state- 
of-the-art  facilities  for  deafblind  to  make  high  quality  garden 
furniture  arts  and  crafts  and  other  products. 


MEP  Richard  Howitt 


The  RAC  also  lent  its  support,  London  Transport  came  on 
board  pledging  to  give  deafblind  awareness  training  to  their 
staff  and  Sainsbury's  put  up  posters  in  their  400  stores 
nationwide.  Seventy-eight  MPs  supported  an  Early  Day  Motion 
put  down  by  Tom  Levitt  MP  and  at  a  meeting  with  deafblind 
campaigners,  the  then  Minister  for  Roads  and  Road  Safety, 
Baroness  Hayman  pledged  to  work  with  us  to  increase  national 
recognition  of  the  red  and  white  cane. 

Graham  Hicks  who  led  the  campaign  for  Sense  said:  'We 
will  continue  to  campaign  until  every  driver,  pedestrian, 
transport  company,  retailer  recognise  the  red  and  white  cane  as 
a  symbol  of  deafblindness.' 

Counting  the  real 
cost  of  caring 

Bringing  up  a  child  with  a  severe  disability  costs  at  least 
three  times  more  than  the  cost  of  raising  a  non-disabled 
child,  according  to  new  research  by  the  Joseph  Rowntree 
Foundation. 

The  real  cost  of  bringing  up  a  disabled  child  averages 
£7,355  a  year  -  which  means  that  benefit  rates  would  need  to 
be  increased  by  up  to  50  per  cent,  depending  on  the  child's 
age  and  impairment,  to  meet  a  disabled  child's  essential  needs. 

These  startling  figures  are  based  on  a  survey  of  300 
families  with  severely  disabled  children,  including  many  with 
youngsters  with  sensory  impairments.  Parents  agreed  the 
goods  and  services  they  thought  essential  to  enable  their 
children  to  have  as  normal  a  lifestyle  as  possible.  Transport 
represented  the  biggest  extra  cost  of  caring  for  disabled 
children,  while  special  equipment  and  hospital  visits  also  put 
a  strain  on  family  budgets. 

Most  of  the  families  surveyed 
could  not  actually  afford  what  they 
felt  their  children  needed.  For  many 
of  them,  bringing  up  a  disabled  child 
meant  doing  without  or  getting  into 
debt.  Few  families  could  earn  more 
by  working,  because  of  a  lack  of 
suitable  childcare,  and  several 
families  were  unaware  of  the 
benefits  they  could  claim. 

'Paying  to  care:  the  cost  of 
childhood  disability'  is  published 
by  York  Publishing  Services, 
telephone  0 1 904-430033. 


For  many 
families,  bringing 
up  a  disabled  child 
means  doing 
without  or  getting 


into  debt 
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A  break  from  caring  in  Birmingham 


Sense  West  has  opened  a  new  residential  respite  service  for 
children  and  adults  at  the  Princess  Royal  Centre  in 
Birmingham.  The  service  is  open  to  single  sensory  impaired 
people  with  additional  disabilities  or  behavioural  problems  as 
well  as  dual  sensory  impaired  and  multi-disabled  people. 

The  new  service  has  been  opened  in  response  to  parents' 
and  carers*  repeated  requests  for  specialist  respite  care.  Sense's 


experienced  staff  will  provide  care  and  development 
opportunities  on  a  one-to-one  basis  to  all  users,  using  the 
facilities  on  site  as  well  as  those  in  the  community.  The  services 
are  totally  flexible  and  tailored  to  meet  the  individual  needs  of 
service  users  and  their  families.  The  minimum  stay  is  24  hours. 

For  more  information  about  the  service,  contact  Krystyna 
Cieslik  on  0121-687  1564. 


Report  reveals 
community  care  exclusion 


Deafblindness 
is  frequently 
overlooked  in 
community 
care  plans 


Only  half  of  the  community  care  plans  drawn  up  by  social  services  departments 
mention  deafblind  people,  according  to  a  new  study  by  the  Royal  National 
Institute  for  the  Blind  (RMB). 

RNIB  argues  that  deatblindness  is  complex,  requiring  a  specialist  service  and 
inclusion  in  all  plans.  Their  study  is  based  on  a  detailed  audit  of  community  care  plans 
for  200  local  authorities  in  England  and  Wales.  Good  community  care  is  essential  in 
the  lives  of  the  estimated  one  million  blind  and  partially  sighted  people  throughout  the 
UK.  Yet  the  findings  reveal  that  much  work  still  needs  to  be  done  in  planning. 
developing  and  enhancing  services  for  visually 
impaired  people,  including  those  with  other  disabilities. 

The  report  singles  out  deafblind  people,  older 
people,  those  from  ethnic  minorities  and  those  with 
learning  disabilities  as  needing  much  more  attention 
in  community  care  plans.  Bearing  in  mind  that  90 
per  cent  of  visually  impaired  people  are  over  60, 
author  Mark  Davies  was  astonished  to  find  that  only  a 
quarter  of  plans  gave  any  specific  recognition  to  the 
overlap  between  older  age  and  sight  impairments. 

RNIB  recommends  clearly  stated  objectives  and 
priorities  which  tackle  the  needs  of  visually  impaired 
and  deafblind  people,  and  greater  emphasis  on  staff 
training. 

Putting  vision  into  community  care'  is  published 

RNIB,  price  15.  For  details,  call  0171-388  1266. 
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Your  letters 


Dear  Talking  Sense, 

Reading  about  Nicholas  Wilkes  (23) 
and  his  mother  in  the  last  Talking 
Sense,  really  hit  home  about  the  un- 
availability of  provision  for  my  son  who 
is  also  at  home  with  me  all  the  time. 

My  son  Richard  is  32.  is  profoundly 
deaf  and  has  some  mental  impairment. 
Since  the  day  centres  were  closed 
down,  the  only  offer  of  so-called  day 
care  is  the  odd  two  hour  drop-in 
centre,  mainly  for  people  with  learning 
disabilities,  to  have  some  lunch  and  a 
chat  and  socialize.  This  is  no  use  to  my 
son  who  needs  Makaton  to 
communicate,  so  he  is  left  to  sit  in  a 
corner  making  noises,  which  the  other 
users  complain  about.  Two  hours  is  not 
enough  for  me  have  time  to  myself. 
I  know  there  are  a  lot  worse  than  us, 
but  I  do  worry  about  the  day  when  I 
cannot  cope.  But  unless  you  are  always 
complaining  people  assume  that  you 
are  alright. 

I  have  finished  with  the  social  services 
-  all  they  seem  to  do  is  keep  sending 
different  volunteers  and  changing 
social  workers  to  take  assessments  of 
Richard  and  then  nothing  happens. 
They  must  have  floor  to  ceiling 
assessments  on  Richard  s  file.  I  am 
sorry  to  vent  my  feelings;  it  was  good 
to  read  that  I  am  not  alone  when  I  read 
the  piece  about  Nicholas  and  his  mum. 

Yours  sincerely 

Mrs  G  Lavanini 
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A  new  service  for  people  with 
acquired  sensory  loss 


Sense  West  has  taken  over  the  running  of  a 
residential  care  home  for  people  with  an 
acquired  sensory  loss.  Tanglewood,  in  Malvern, 
Worcestershire,  becomes  Sense's  first  care  home 
of  its  kind,  meeting  the  needs  of  mainly  elderly 
people. 

Tanglewood  was  originally  run  by  the 
Worcestershire  and  Herefordshire  Association  for 
Deaf  People  (WHAD)  but  the  financial 
commitment  of  developing  the  home  was  too  great 
for  a  small  local  association.  Sense  entered 
negotiations  with  WHAD  to  take  over  the  home 
and  preserve  its  services  to  1 1  residents,  all  of 
whom  are  deaf,  some  with  dual  sensory  loss. 


Sense  has  kept  on  the  existing  staff.  The  majority 
of  them  already  have  signing  skills  to  at  least  BSL 
Stage  1 ,  and  Sense  will  provide  further  training  in 
dual  sensory  impairment. 

Extensive  building  work  is  now  under  way  to 
refurbish  and  adapt  the  premises  to  bring  the 
accommodation  up  to  a  high  standard.  A  respite 
bed  will  be  added  to  the  service  after  the  building 
work  is  complete. 

Director  of  Operations,  Steve  Alexander, 
said,  'Tanglewood  gives  us  an  excellent  platform 
to  develop  services  for  people  with  acquired 
deafblindness  and  for  creating  new  services  in 
Worcestershire.' 


Tanglewood 


gives  us  an 


excellent  platform 
to  develop  services 
for  people  with 
acquired 


deafblindness 


New  Usher  Services 

Information 
following  diagnosis 

Usher  Services  Lottery  Resources  Project 
has  produced  two  exciting  new  leaflets 
aimed  at  people  with  Usher  and  their 
families  immediately  following  the 
diagnosis  of  Usher  syndrome. 

The  first  is  for  families  whose  child 
is  under  the  age  of  ten,  and  the  second  is 
for  families  who  have  a  young 
person  over  ten.  Basic  information 
about  Usher  syndrome  is  included, 
to  answer  some  of  the  initial 
questions  families  may  have 
following  diagnosis. 

If  you  would  like  copies  of  the 
new  leaflets,  please  contact  Lucy 
Drescher,  Usher  Services,  Finsbury 
Park. 

Proposed  mentor  programme 

Sense  Usher  Services  is  looking  into  the  possibility  of  setting 
up  a  mentor  programme  for  people  with  Usher  syndrome  - 
although  funding  has  not  been  identified  yet.  Mentors  will  be 
people  with  direct  experience  of  Usher  who  can  offer  their 
special  insight  and  skills  to  people  recently  diagnosed,  or 
experiencing  further  vision  loss. 

One  of  the  things  that  people  with  Usher  often  say  is  that 
they  wish  they  could  talk  to  someone  who  has  been  through  the 
Usher  experiences  already.  There  is  also  a  desire  for  genetic 
information  and  about  resources  and  services. 

Mentors  will  receive  training  in  these  areas,  be  available  on 
request,  and  offered  to  newly  diagnosed  people  who  contact  Sense. 


CALLING 
ALL  MEMBERS! 

Sense  is  considering  developing  its 
membership  system.  We  want  to  give 
membership  real  meaning  and  make  sure 
that  everyone  who  signs  up  as  a  member 
has  an  opportunity  to  contribute  to  the 
future  of  Sense,  and  have  access  to  a  range 
of  benefits. 

We  would  particularly  like  to  hear  your 
views  on: 

•  who  should  membership  be  open  to? 

•  what  should  the  benefits  of 
membership  be? 

•  what  other  issues,  relating  to 
membership,  would  you  like  to 
be  consulted  about? 

We  want  to  hear  from  service  users,  family 
members,  deafblind  people,  branch  and 
Network  members,  staff  and  all  other 
interested  parties. 

We  will  be  contacting  you  soon.  Please 
make  sure  you  send  us  your  views  so  we 
can  develop  a  membership  system  that 
truly  serves  its  members. 
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EDUCATION 
NEWS 


Special  Educational 


Dr  Stuart  Aitken 

Principal  Officer 

(Research  &  Practice) 

and  Joyce  Wilson, 

Deputy  Director 

from  Sense  Scotland 

discuss  the 

Government's 

eagerly  anticipated 

consultation 

document. 


Reading  the 
document,  many 


of  us  who  have 


represented 


families  on 


education  issues 


for  over  twenty 
years,  felt  genuine 
appreciation 


Like  many  organisations,  Sense  Scotland 
has  eagerly  anticipated  the  Government 
consultation  document  on  the  education  of 
children  and  young  people  with  special 
educational  needs  (SEN).  Now  that  we  have 
had  a  chance  to  see  it,  our  response  may  be  of 
interest  to  the  wider  Talking  Sense  readership. 

There  are  similarities  as  well  as 
differences  between  this  document  and  the 
consultation  paper  issued  by  the  Department 
for  Education  and  Employment  (DfEE).  In 
this  article  we  concentrate  mainly  on  the  SEN 
in  Scotland  document,  while  discussing  some 
of  the  key  issues: 

Independent  advice  service 

Despite  many  advances  in  education  services, 
many  families  still  face  difficulties  with 
bureaucracies  and  in  their  contacts  with 
professionals.  But  is  an  independent  advice 
service,  the  solution  proposed  in  the 
document,  the  right  way  forward?  In  our  view 
there  was  much  to  recommend  this,  if  certain 
safeguards  were  in  place.  For  example,  if  it 
gave  advice  on  legal  matters,  appropriate 
professional  regulatory  frameworks  would 
first  need  to  be  established. 

We  also  expressed  reservations  about  the 
possibility  of  specialist  advice  being  given.  In 
our  view,  no  individual  or  small  group  could 
have  all  the  knowledge  and  expertise  required 
to  deal  with  all  of  the  possible  issues  that 
might  come  up.  Witness  the  number  of 
specialised  support  groups  used  by  families. 
We  did  though  see  a  valuable  role  for  existing 
networks,  such  as  Citizens  Advice  Bureaux, 
in  putting  families  in  touch  with  other  more 
specialised  information  services. 

Involving  families  and  pupils 

The  consultation  document  also  invited 
suggestions  about  how  best  to  involve 
families  and  young  people  in  their  education. 
As  part  of  our  response,  we  drew  on  the 
results  of  a  survey  we  carried  out  in  1996  and 
our  experience  with  families.  In  our 
experience  families  feel  good  about  the 
services  they  receive  when: 
•     information  is  automatically  available, 
accessible  and  easily  understood; 


•  there  is  a  clear  point  of  contact  who  can 
make  decisions  and  ensure  action  is  taken; 

•  early  action  is  taken;  it  is  sensitive, 
positive  and  helpful,  ample  time  is  given 
so  that  decisions  are  not  rushed; 

•  timetables  are  agreed  and  kept  to,  and 
timing  suits  all  parties; 

•  assessment  takes  on  board  all  views; 

•  decisions  about  services  to  be  provided  are 
arrived  at  in  agreement  with  the  family; 

•  arrangements  to  use  services  are 
straightforward; 

•  services  are  open  to  scrutiny,  flexible  and 
responsive  to  individual  needs; 

•  when  there  are  difficulties  there  is  an 
openness  and  willingness  to  listen  to  all 
the  issues  and  sort  things  out  amicably; 

•  everyone  involved  understands  their  roles, 
the  roles  of  others  and  makes  sure  they 
know  the  child's  or  young  person's  details. 
In  our  response  we  emphasised  two  things. 

First,  when  local  authorities  and  professionals 
take  care  with  the  little  things  -  for  instance 
the  way  staff  interact  with  families  it  makes  a 
huge  difference  to  people's  perceptions  of 
involvement  and  can  be  recorded.  Second 
unless  factors  like  these  are  adopted  as  quality 
standards  by  education  authorities,  there  will 
be  no  mandate  for  change.  Goodwill  and 
informal  relationships  do  help,  but  setting 
standards  helps  everyone  know  where  they 
stand. 

Promoting  team  working 

The  consultation  document  asked  for  views 
on  how  best  to  promote  team  working  -  for 
example,  how  speech  and  language  therapists 
(S&LTs)  work  with  teachers  and  classroom 
assistants.  We  reminded  the  Scottish  Office  of 
the  results  of  a  study  they  had  commissioned 
from  us  in  1996  -  The  Role  of  Speech  and 
Language  Therapists  in  the  Education  of 
Pupils  with  Special  Educational  Needs.  (J 
Reid  et  al  (1996)  University  of  Edinburgh). 

Staff  development  and  specialist 
qualifications 

We  offered  specific  recommendations 
regarding  the  training  needs  of  teaching  and 
non-teaching  staff  working  with  pupils  with 
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Needs  in  Scotland - 

a  Discussion  Paper 


SEN.  We  were  concerned  about  the  suggestion 
that  teachers  of  pupils  with  visual  or  hearing 
impairment  based  in  special  schools  might  not 
need  to  undertake  specialist  qualifications.  We 
recognised  that  employing  education  authorities 
had  a  need  for  a  'flexible  teaching  force'  and  were 
using  this  as  an  argument  to  discontinue  specialist 
qualifications.  But  we  argued  that  this  measure 
would  lead  to  services  being  unable  to  respond  to 
the  specialist  educational  needs  of  pupils  with 
visual,  hearing  and/or  dual  sensory  impairments. 

Low  incidence  disabilities 

We  were  interested  to  read  in  the  document  about 
plans  to  establish  an  advisory  committee  on 
children  with  low  incidence  disabilities.  In  our 
view,  deafblindness  would  certainly  fall  into  the 
category  of  'low  incidence'.  Having  kept  in  touch 
with  developments  in  this  area  in  England  and 
Wales  through  Eileen  Boothroyd,  Sense  UK 
Education  Officer,  we  put  ourselves  forward 
for  membership  of  the  advisory  committee, 
unfortunately  without  success.  We  see  this  as  a 
great  opportunity  missed  and  will  be  ensuring  that 
we  find  other  ways  to  make  our  views  known. 

Children  with  chronic  illness 

The  consultation  document  recognises  that  there 
are  increasing  numbers  of  children  with  chronic 
illnesses.  Although  often  well  enough  to  attend 
school  many  need  support  on  a  daily  basis  with 
medication  or  health  care  procedures.  In  our 
response  we  asked  for  clarification  of  the  roles 
and  responsibilities  of  education  authorities  and 
NHS  Trusts,  in  relation  to  children  and  young 
people  with  chronic  illness.  In  our  view,  day  to 
day  health  care  needs  are  just  as  much  a  part  of 
the  child's  overall  needs  as  communication  and 
learning.  At  present  it  seems  that  health  care 
needs  and  how  to  meet  them  are  considered 
separately,  resulting  in  a  disjointed  approach. 

Post-16  provision 

A  separate  advisory  committee  (known  as  the 
'Robert  Beattic  Committee')  has  been  set  up  to 
deal  with  post-school  education  and  training 
opportunities  for  young  people  with  SEN.  At  the 
time  of  writing,  this  committee  is  seeking  views 


by  questionnaire.  Sense  Scotland  is  inviting 
comments  so  that  we  can  formulate  our  response 
to  the  committee  by  early  September  1998.  We 
will  keep  readers  informed  of  developments. 

Summary 

Reading  the  document  for  the  first  time,  many  of 
us  who  have  represented  families  on  education 
issues  for  over  twenty  years  felt  genuine 
appreciation.  This  consultation  document  seeks 
responses  to  concerns  raised  directly  with  the 
Scottish  Office  Education  and  Industry 
Department  by  Sense  Scotland,  RNIB,  Capability 
Scotland,  and  other  organisations.  We  will  watch 
closely  over  the  next  few  months  as  consultation 
turns  to  policy  and,  we  hope,  to  changes  in 
practice. 

Footnote:  We  are  grateful  to  those  families  and 
professionals  who  helped  us  to  formulate  our 
response  to  the  consultation  document.  Anyone 
interested  in  receiving  a  copy  of  Sense  Scotland's 
full  response  is  invited  to  contact  either  Joyce 
Wilson  or  Stuart  Aitken. 


Pupils  with  dual 

sensory  impairments 

have  special 

educational  needs 
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CAMPAIGN 
NEWS 


1 


Making 

welfare  reform 


The  Government 


needs  to  recognize 


the  individual's 


worth  rather  than 


categorise  them 


by  the  job 
they  do 


Under  the  Government's  proposed  new  welfare 
contract,  it  will  be  the  Government's  duty  to 
provide  people  with  the  help  they  need  to  find 
work  and  make  work  pay.  and  the  duty  of  the 
individual  to  seek  training  or  work  where  able 
to  do  so.  The  Government  pledges  to  support 
those  unable  to  work  so  that  they  can  lead  a  life 
of  dignity  and  security,  so  long  as  the  individual 
'takes  up  the  opportunity  to  be  independent  if 
able  to  do  so".  We  asked  deafblind  people,  their 
families  and  other  Sense  stakeholders  how  this 
matched  with  their  vision  for  welfare  reform. 
They  felt  it  left  a  lot  to  be  desired. 

Here  are  some  of  the  key  points  we  made  in 
our  response  to  the  Government's  Green  Paper: 
Xew  ambitions  for  ow  country:  a  new  contract 
for  welfare. 

Dignity  and  security  for  all 

The  Green  Paper  says  that  for  those  who  are  able 
to  do  it.  paid  work  is  the  surest  route  out  of 
poverty  and  gives  status  within  the  community. 
Nothing  is  said  about  raising  the  status  of  those 
who  cannot  undertake  paid  work  or  compete  on 
the  open  labour  market,  or  those  who  do 
voluntary  work,  or  who  contribute  to  society  by 
caring  for  disabled  children,  partners  or  parents. 
Sense  argues  that  encouraging,  supporting  and 
valuing  work  that  involves  volunteering  and 
caring  should  also  become  a  central  goal  of  the 
new  welfare  state.  Paid  work  should  not  be 
regarded  as  the  only  or  even  the  most  important 
means  for  individuals  to  fulfil  their 
responsibilities  under  the  new  welfare  contract. 

Many  felt  that  there  should  also  be  specific 
measures  to  enhance  the  dignity  and  security  of 
people  outside  paid  work.  This  might  include 
measures  to  increase  the  numbers  of  deafblind 
and  other  severely  disabled  people  living 
independently  in  their  own  homes,  which  could 
be  achieved  by  investing  more  in  the  Independent 
Living  Fund  and  cost-effective  Intervenor  and 
(  ommunicator-Guide  services  at  local  level. 

The  Green  Paper  says  little  about  the  needs  of 
carers  for  dignity  and  security.  We  argue  that 
carers  should  get  the  support  they  need  to  make 
real  choices  in  their  lives     whether  that  is  to  stay 
at  home  and  care  full-time  with  proper  financial 
compensation  and  enhanced  pension  rights,  or 
combine  caring  and  paid  work  more  easily  in  the 


knowledge  that  there  is  high  quality  alternative 
provision  for  their  disabled  family  member. 
Specifically,  we  said: 

The  level  of  Invalid  Care  Allowance  should  be 

raised  to  the  level  of  the  basic  state  retirement 

pension. 

Carers  over  65  -  most  of  whom  are  women 

and  among  the  poorest  members  of  our 

society  -  should  be  able  to  claim  ICA  for  the 

first  time. 

The  earnings  limit  of  ICA  should  be  raised 

and  then  benefit  should  be  tapered  to  enable 

carers  to  take  extra  work  opportunities  without 

worrying  about  losing  all  their  benefits  and 

being  worse  off. 

Carers"  needs  for  short-term  breaks  must  be 

fully  assessed  and  investment  in  flexible 

respite  provision  increased. 

Increasing  employment  opportunities 
for  deafblind  people 

Addressing  the  lack  of  real  opportunities  in 
working  life  remains  a  burning  issue.  Deafblind 
people  see  the  main  barriers  as: 

"Ignorance  of  employers,  treating 
deafblind  people  as  though  they  are 
mentally  retarded.  Unsuitable  working 
conditions.  The  onus  should  be  put  on 
employers  to  look  beyond  a  person's 
disability  to  their  ability  and  have  the 
means  to  provide  them  with  suitable 
support  where  necessary.' 

"Information  about  the  type  of  work  we 
can  do.  and  employment  advisers  at  local 
level  who  are  more  aware  of  our  needs 
and  abilities.* 

Sense  strongly  supports  recent  Government 
initiatives  to  remove  perverse  financial  incentives 
\\  ithin  the  benefits  system  by  extending  the 
linking  period  for  Incapacity  Benefit.  Severe 
Disablement  Allowance  (SDA)  and  Income 
Support  with  a  disability  premium  from  8  weeks 
to  12  months,  and  abolishing  the  16  hour  a  week 
limit  on  unpaid  voluntary  work.  However  there  is 
one  major  disincentive  which  we  want  to  see 
addressed:  the  earnings  disregard  of  £15  for 
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The  Government's  vision  for  the  future  welfare  state  is  to 
'rebuild  the  system  around  work  and  security.  Work  for  those 
who  can;  security  for  those  who  cannot.'  Have  they  got  it  right? 


work  for  deafblind 


people  on  Income  Support  must  be  increased  as  a 

matter  of  urgency. 

Deafblind  people  expressed  overwhelming 

support  for  a  partial  capacity  benefit  so  that  they 

could  work  part-time  without  losing  security. 
But  removing  benefit  barriers  is  not  enough. 

There  needs  to  be: 

More  investment  in  the  Government's  New 
Deal  for  Disabled  People.  Current  funding  is 
only  the  equivalent  of  £195  per  person, 
whereas  Sense  is  investing  50  times  that 
amount  in  beneficiaries  of  its  Horizon  scheme 
in  the  West  Midlands. 

Reform  of  the  Access  to  Work  scheme  which 
provides  help  with  travel  expenses,  special 
equipment  needs  and  support  workers.  Sense 
urges  the  Government  to  waive  employer 
contributions  to  the  Access  to  Work  scheme 
and  enable  people  who  work  under  1 6  hours  a 
week  to  get  support.  Deafblind  staff  at  Sense 
have  experienced  considerable  difficulties  in 
obtaining  funds  from  Access  to  Work,  largely 
because  of  lack  of  awareness  on  the  part  of 
Placement  Assessment  and  Counselling  Teams 
who  deal  with  applications  to  the  scheme. 

Earnings  replacement  benefits 

Deafblind  people  and  disabled  carers  who  can't 
work  can  either  claim  Incapacity  Benefit  if 
they've  paid  enough  National  Insurance 
Contributions  or  SDA  if  they  have  never  worked 
or  paid  NICS.  These  benefits  are  designed  to 
compensate  for  loss  of  earnings  through 
disability. 

There  are  concerns  over  Government  moves  to 
replace  the  All  Work  Test  for  these  benefits  with 
'a  new  test  for  future  claimants  which  assesses 
the  scale  of  their  employability,  recognising  that 
capacity  for  work  is  a  continuum.'  Employability 
assessments  would  be  a  positive  step  forward  if 
carried  out  by  people  with  expertise  in  working 
with  deafblind  people.  However  we  feel  this 
should  be  kept  entirely  separate  from  assessment 
for  Incapacity  Benefit.  Meanwhile  the  All  Work 
Test  must  be  reformed  because  too  many  people 
are  suffering  unnecessarily: 

'I  felt  it  was  a  trial.  The  doctors  need  a 
thorough  knowledge  of  what  they  are 
dealing  with  and  to  actually  help  rather 


people 


than  hinder.  I  was  in 
shock  after  the  last 
one.' 

We  favour  extending  the 
groups  exempt  from  the  All 
Work  Test.  If  you  are 

registered  blind  you  are 

exempt  but  if  you  are 

registered  partially  sighted 

and  also  severely  deaf  you 

are  not,  even  though  the 

compounding  effects  of  dual 

sensory  impairment  may  be 

more  restricting  than  a 

severe  single  sensory 

impairment.  Deafblind 

people  and  their  families 

want  any  new  test  to  be 

based  on  someone's  ability 

to  perform  a  set  of  tasks 

more  closely  related  to  the 

work  environment  and 

assessed  on  the  basis  of  the 

individual's  ability  to  carry 

out  such  tasks  without  the 

assistance  of  another  person 

or  assistive  equipment.  They  want  it  to  address 

any  additional  emotional,  psychological  and 

health  problems  a  claimant  may  have  and  take 

into  account  a  claimant's  ability  to  travel  to  work 

Sense  is  also  campaigning  for  the  level  of 
these  benefits  to  be  increased  to  support 
independence  and  inclusion. 

Caroline  Ellis,  Parliamentary  and 
Public  Policy  Officer 


Sense's  response  to  the  Welfare  Reform 
Green  Paper  -  Deqfhlind  people  and  welfare 
reform:  Towards  recognition  and  inclusion  is 
available  from  the  Campaigns  and  Public 
Policy  Team  at  Sense  HQ. 


Developing 

employment 

opportunities  for 

deafblind  people 

remains  a  priority 
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...on  employmen 


»n  this  issue  we  focus  on  employment  for  deafblind  people  -  and  address  some 
of  the  key  issues. 

Launching  Sense's  new  employment  project  in  Oldbury,  former  Minister  for 
Disabled  People.  Alan  Howarth  MP  hailed  Sense's  work  as  a  'transformation 
of  opportunity  for  deafblind  people'  The  project,  {page  11)  supported  by  the 
European  Union's  Horizon  Fund,  is  training  deafblind  people  for  entry  into 
open  employment  supported  by  staff  who  are  themselves  sensory  impaired. 

But  with  only  an  estimated  5  per  cent  of  deafblind  people  of  working  age  in 
paid  employment  there  needs  to  be  a  revolution  in  the  life  chances  of  deafblind 
people  to  achieve  full  equality  m  the  labour  market.  Carole  Gothelf  and  Jerry 
Petroff  argue  {page  20)  that  more  deafblmd  people  could  work  if  the  system 
provided  them  with  the  flexibility,  the  choices  and  resources  they  need. 

Mary  Guest.  Head  of  Sense  Usher  Services,  agrees  {page  14).  Usher  people  excel 
•n  a  range  of  professions  but  many  feel  understretched  or  under  pressure  to  retire 
early  when  their  sight  loss  creates  difficulties.  As  the  contrasting  experiences  of 
Matthew  and  Jeremy  show,  everything  depends  on  how  much  support  the  Usher 
person  receives. 

Alison  Jones  of  Mencap  argues  {page  18)  for  more  resources  for  the  New  Deal  for 
Disabled  People  and  the  abolition  of  the  employer  contribution  to  the  Access  to 
Work  Scheme  to  open  up  more  opportunities  for  disabled  people. 

And  Caroline  Ellis  feels  {page  17)  that  much  more  should  be  done  to  support 
deafblind  people  to  work  part-time,  and  that  Placement,  Assessment  and 
Counselling  Teams  must  gam  greater  awareness  of  the  effects  of  dual  sensory 
impairment  m  order  to  provide  a  better  service. 

But  is  paid  work  the  be  ail  and  end  an7  Many  deafblind  people  can  live  fulfilling 
lives  without  it,  if  they  have  other  outlets  for  their  creativity  and  learning  and 
volunteering  opportunities. 

Sense  believes  that  all  deafblind  people  should  be  empowered  and  supported  to 
fulfil  their  potential.  For  a  very  great  number  this  must  include  the  opportunity 
to  take  up  salaried  employment,  be  supported  to  remain  in  work  and  develop 
careers.  Too  many  deafblind  people  have  been  denied  this  for  too  long.  We  will 
also  continue  to  press  for  transforming  the  wider  educational,  leisure  and 
employment  opportunities  of  those  with  profound  and  multiple  disabilities  for 
whom  paid  work  may  never  be  an  option  -  at  least  not  in  the  short-term.  Greater 
recognition  and  support  for  carers  is  also  a  key  goal  for  us  in  the  battle  for  full 
social  inclusion  for  deafblind  people  and  their  families. 


Widening 

employment  horizons 

An  innovative  new  project,  part-funded  by  the  European  Social 
Fund  Horizon  Initiative  is  developing  employment  and  training 
opportunities  for  deafblind  people,  both  in  the  UK  and  abroad. 
Here,  Hilary  Todd  describes  the  Birmingham  project,  and  on  page 
13  Richard  Hawkes  gives  an  update  on  the  transnational  initiative. 


Pioneering  new  approaches 

In  July,  Sense  West  moved  its  workshops  to  a 
new  site  in  Oldbury  in  the  West  Midlands. 
There,  with  support  from  the  European  Social 
Fund  'Horizon'  project,  it  is  embarking  on  an 
exciting  new  approach  to  employment  for 
deafblind  people. 

From  its  shop  front  on  a  retail  park  on  the 
edge  of  Oldbury  it  looks  like  a  small  store  selling 
high  quality  garden  furniture  and  accessories.  But 
behind  the  shop  lies  an  extraordinary  story.  For 
here,  sandwiched  between  the  conventional  shops 
and  a  few  light  industrial  units,  is  Sense  West's 
newest  experiment  in  the  employment  of 
deafblind  people.  These  are  workshops  -  but  with 
a  difference.  Here  26  deafblind  students,  most  of 
them  residents  with  Sense,  are  being  trained  for 
possible  entry  into  open  employment,  supported 
by  staff  who  are  themselves  sensory  impaired. 
The  project  represents  a  bold  new  vision  of  what 
is  possible  for  people  with  sensory  impairments. 

The  workshops  greet  you  with  a  palette  of 
colour,  each  spacious  room  decorated  in  its  own 
colour  scheme  to  help  the  students  orientate 
themselves  around  the  building.  The  workshops 
look  like  a  cross  between  a  'real'  workplace  and 
college  craft  rooms  -  which  is  exactly  what  they 
are.  Here  the  staff  team  offer  job-related  training 
in  retailing,  pottery,  arts  and  crafts,  woodworking 
and  gardening.  And  here  the  staff  and  students 
between  them  turn  out  garden  seats  and  benches, 
trellises,  decorated  garden  pots  and  much  more, 
for  sale  to  the  public.  There  is  a  fully  fitted 
kitchen  where,  in  time,  students  will  prepare  not 
just  their  own  lunches,  but  a  sandwich-making 
service  to  the  rest  of  the  site  and  others.  It  may 
not  be  aiming  to  be  a  production  unit,  but  its 
output  is  impressive. 

Creating  new  opportunities 
for  students 

For  each  of  the  26  trainees,  attendance  at  the 
workshops  is  a  carefully  tailored  part  of  their 
educational  programme.  The  students  represent 
the  full  spectrum  of  deafblindness  -  some  have 


useful  residual  sight  or  hearing,  others  have  little 
or  none,  and  a  few  have  learning  disabilities 
which  complicate  their  needs.  They  range  in  age 
from  18  to  middle  age,  but  most  are  young  20s. 
As  Alan  Cornfield,  the  Workshop  Manager, 
explained,  'No  two  students  do  the  same 
programme.  Some  attend  for  up  to  four  days  a 
week,  whereas  one  student  does  only  an  hour; 
some  concentrate  on  one  activity  while  others 
sample  them  all.  Our  trainees  have  no  experience 
of  work,'  says  Alan  'and  they  often  have  very  low 
expectations  of  themselves.  But  we  are  already 
starting  to  see  them  blossom. 

For  Ruth  Krisovic,  Education  Service 
Manager,  the  workshops  play  a  vital  role  not  just 
in  the  'lifelong  learning'  Sense  offers,  but  also 
preparation  for  'real' jobs  for  those  who  are  able 
and  willing  to  benefit  from  the  opportunity.  She  is 
devising  a  series  of  pre-NVQ  courses  in  each  of 
the  workshop  skills  and  hopes  to  get  the  course 
modules  accredited  by  an  external  agency  such  as 
the  Open  College.  'Eventually  students  will  have 
a  portfolio  of  qualifications  and  experience  to 
offer  employers,'  she  explains.  But  there  is  no 
pressure  on  students  to  'go  to  work'  if  they  do  not 
wish  to.  The  aim  is  to  provide  traditional  sheltered 
employment  for  those  who  need  it,  'supported' 
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employment  for  others,  and  a  pathway  to  the  open 
job  market  for  those  who  wish  to  follow  it. 

What  do  the  students  make  of  this?  For  some, 
undoubtedly  the  workshops  are  therapy,  but 
others  see  and  grasp  the  potential.  Steven 
Bottoms,  now  in  his  mid-thirties,  attends  the 
workshops  four  days  a  week,  working  mainly  on 
woodwork.  'He  always  wanted  to  work,'  says  his 
mother,  'but  he  felt  he  wasn't  getting  anywhere  in 
the  old  workshops.  He  was  so  excited  when  they 
moved.  He's  on  holiday  with  me  this  week  but  he 
can't  stop  talking  about  the  workshops  and  can't 
wait  to  get  back!'  But  is  open  employment  a  real 
option  for  Steven?  'He  already  works  one  day  a 
week  at  Cadbury's,'  says  his  mother,  'and  he's 
very  determined.  I'm  sure  he'll  make  it,  if  it's  the 
right  environment.'  It's  a  view  Alan  Cornfield 
shares;  Steven,  and  others,  are  being  groomed  for 
a  world  beyond  Sense. 

A  new  approach  to  staffing 

But  it  is  not  just  the  students  who  are  being 
offered  new  opportunities,  so  too  are  the  staff.  For 
the  other  unique  feature  of  the  project  is  its  policy 
of  recruiting  staff  who  are  themselves  sensory 
impaired.  Of  the  six  Employment  Support 
Workers,  three  are  hearing  impaired,  two  are 
visually  impaired  and  one  is  deafblind.  The  aim 
is  partly  to  provide  role  models  for  the  students. 
Alan  Cornfield  is  in  no  doubt  that  it  works. 
'There's  a  great  empathy  between  the  staff  and  the 
students  because  they  realise  they  are  all  sensory 
impaired.  The  students  are  already  getting  the  idea 
that,  if  their  teachers  can  do  this,  so  can  they' 

Frances  Ridgewell,  one  of  the  Employment 
Support  Workers,  has  Usher  syndrome.  She 
moved  from  London  to  take  up  her  new  career  at 
the  workshops  after  doing  various  office  jobs  and 
working  as  a  volunteer.  'I  wanted  to  work  and  be 
independent'  says  Frances,  who  took  on  the 
challenge  of  teaching  arts  and  crafts  with 
no  teaching  qualifications  but  bags  of 
enthusiasm.  She  is  about  to  start  an 
evening  course,  with  support 
from  Sense,  to  obtain  her  City 
and  Guilds  qualification. 
When  she  gains  it  she  will 
have  the  option  to  move 
on  to  other  educational 
establishments  as  a 
qualified  teacher. 

John  Sidaway  and 
Brian  Rock,  two  of  the 


other  staff,  had  successful  careers  in  industry 
until  cut-backs  squeezed  them  out.  With  impaired 
hearing  and  sight  respectively  they  were 
pessimistic  about  their  prospects  until  the 
Sense  jobs  came  along.  They  too  are  new  to 
teaching  and  have  found  some  aspects  of  it  a 
challenge,  'especially  communicating  with  the 
students',  but  they  have  adapted  like  ducks  to 
water.  All  the  staff  clearly  love  their  jobs;  'You 
get  a  real  sense  of  fulfilment,'  said  Brian. 

Employment  in  practice 

Taking  on  sensory  impaired  staff  is  a  new 

departure  for  Sense  West.  'We  have  had  to  adapt 

how  we  work'  says  Tony  Kirk,  Special  Projects 

Manager,  who  is  the  driving  force  behind  the  new 

project,  "but  if  we  can't  provide  opportunities  for 

sensory  impaired  people,  who  can?' 

For  Tony  Kirk  one  of  the  objectives  is  to 

assess  how  easily  his  sensory-impaired  colleagues 

cope  with  the  demands  of  full-time  work  so  that 

he  has  ammunition  to  use  with  the  Employment 

Service  and  mainstream  employers.  And  many 

eyes  will  be  watching  this  project  over  the  coming 

months  to  gauge  its  success.  But  beyond  the  team, 

the  students  and  their  families  are  the  sceptics 

who  need  to  be  convinced  that  employment  is  an 

appropriate  option  for  deafblind  people  'in  care'. 

The  staff  involved  in  the  project  all  feel 

passionately  that  job  training  and  experience  of 

the  world  of  work  -  at  an  appropriate  level  -  are 

essential  to  the  development  of  their  students  as 

people.  And  to  see  the  big  grin  on  Steven 

Bottoms'  face  is  to  _ 

agree  with  them.  ^         ^         Paul  Hitchens 

working  with 

Frances 

Ridgewell  in 

the  craft  room 
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Working  together  across 

Eurofre 


The  employment  project  at  Sense  West  is  part 
of  a  major  European  project  co-ordinated  by 
Sense  International.  Together  with  partners 
from  Italy,  Portugal  and  Sweden  the  aim  is  to 
influence  attitudes  and  practices  in 
organisations  and  companies  across  Europe. 

Throughout  the  world  the  traditional  role  of 
organisations  such  as  Sense  has  been  to  provide 
services  for  deafblind  people.  In  some  countries, 
the  UK  included,  there  have  been  basic  sheltered 
workshops  which  have  tended  to  offer  a  very 
supported  work  environment  providing  basic 
craft-based  activities.  Excellent  though  many  of 
those  workshops  are,  no-one  would  claim  that 
they  offer  real  employment  opportunities  or  help 
deafblind  people  develop  the  skills  to  produce 
quality  goods  desired  by  the  general  public. 

In  the  1990s  it  has  become  widely  accepted 
that  the  concept  of  holding  a  meaningful  job  is  of 
central  importance  to  most  people  -  and  is 
certainly  a  priority  subject  for  the  Government 
and  the  European  Union.  It  is  slowly  becoming 
accepted  in  a  number  of  countries  that  this  could, 
and  should,  be  applied  to  all  people,  including 
deafblind  people.  The  challenge  is  to  influence 
and  change  the  attitudes,  structures  and  practices 
that  can  prevent  or  enable  open  employment  for 
all.  And  this  includes  influencing  deafblind 
organisations  themselves  in  addition  to  other 
employers  and  society  as  a  whole. 

The  funding  from  the  EU  secured  by  Sense 
International  is  not  only  giving  26  deafblind  people 
at  Sense  West  the  opportunity  of  being  trained  for 
possible  entry  into  open  employment.  It  is  also 
ensuring  that  this  work  contributes  to  an 
international  programme  of  activities  involving 
partners  from  other  European  countries. 

The  EU  has  also  funded  deafblind 
organisations  in  Italy,  Portugal  and  Sweden  to 
develop  projects  concerned  with  employment.  In 
Italy  the  aim  is  to  identify  ways  in  which  training 
and  work  opportunities  for  deafblind  people  can 
be  adapted  so  that  they  can  become  trainers  and 
job  consultants  themselves.  In  Sweden  new  work 
opportunities  are  being  created  for  30  deafblind 
adults  and  co-operative  networks  for  social 
support  between  these  adults  are  being  developed. 
In  Portugal  the  project  concentrates  on  integrating 
deafblind  people  into  the  free  market  by 
identifying  the  professional  abilities  of  people 
who  have  never  been  employed. 

As  well  as  exchanging  information  and  results 
as  the  projects  develop,  the  four  organisations  are 


all  working  on  a  major  transnational  programme 

which  aims  to: 

produce  a  set  of  international  guidelines  on  the 
training  and  employment  of  deafblind  people 

•  establish  a  database  of  models  of  good 
practice  of  employers  offering  employment 
opportunities  to  deafblind  people 

•  establish  details  of  relevant  legislation  that 
exists  in  Europe 

communicate  the  results  as  widely  as  possible 
to  appropriate  bodies  on  a  European  level  and 
in  different  countries. 
To  achieve  this  the  partners  are  in  regular 

contact  with  each  other  and  meet  for  transnational 
seminars  two/three  times  a  year  -  where  they  have 
the  chance  to  discuss  the  programmes  and  new 
issues.  They  also  provide  an  excellent  opportunity 
for  those  involved  in  the  national  projects  to 
witness  and  experience  the  work  being 
undertaken  in  other  countries.  And  it  is  very  much 
hoped  that  it  will  not  be  long  before  deafblind 
people  themselves  are  visiting  the  projects  in 
different  countries  and  contributing  to  the 
different  approaches. 

The  combined  effect  of  all  of  this  work  will 
hopefully  result  in  a  deep  change  of  attitudes 
across  Europe.  Already  the  concept  of  employment 
is  presenting  many  new  challenges  to  those  within 
the  deafblind  world.  And  it  is  a  distinct  possibility 
that  deafblind  people  such  as  Steven  Bottoms  will 
soon  be  travelling  to  other  countries  to  contribute 
to  new  employment  projects,  involving  deafblind 
people.  And  that  is  a  far  cry  from  craft-based 
activities  in  a  sheltered  workshop. 


Richard  Hawkes 
from  Sense 
International 
describes  a 
pioneering 
new  initiative 
to  develop 
employment 
opportunities 
for  deafblind 
people  across 
Europe. 


Antonio  Rebelo 
from  Portugal, 
and  Patrizia 
Ceccarani  from 
the  trans- 
national group 
meet  sensory 
impaired  John 
Warner  who 
works  as  a 
trainer  at  the 
Oldbury 
workshops 
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FOCUS  ON 
EMPLOYMENT 


Getting  to  work  with 


Mary  Guest,  Head  of  Usher  Services  at  Sense, 

(pictured  above  talking  to  Michael  Corney),  and 

Caroline  Ellis,  Public  Policy  Officer,  talk  to  Talking 

Sense  about  employment  for  people  with  Usher 

syndrome.  And  two  people  with  Usher  describe 

their  experiences  in  and  out  of  work. 


I  have  the  impression  that  many  people  with 
Usher  syndrome  have  very  good 
qualifications;  is  that  indeed  the  case? 
People  with  Usher  syndrome  do  tend  to  be 
intellectually  able  and  many  are  very  creative  as 
well.  As  members  of  the  deaf  community  they 
have  been  given  every  encouragement  to  go  as  far 
as  they  can  in  their  education.  Many  have  gone  on 
to  further  and  higher  education  and  have  degrees 
or  other  good  qualifications  in  all  sorts  of 
subjects. 
But  it  must  be  very  difficult  to  plan  a  career 
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when  you  know  that  your  sight  is  going  to 
deteriorate  at  some  point.  What  advice  do 
you  give  young  people  with  Usher 
syndrome? 

It  is  very  difficult  to  plan  when.  say.  you  are  1 8 
and  do  not  know  how  long  it  will  be  before  your 
vision  will  be  affected.  We  tend  to  advise  people 
to  do  what  they  are  good  at  and  enjoy.  Obviously 
there  are  some  things  which  people  need  to  avoid 
such  as  driving,  or  jobs  in  very  fast-moving 
environments,  but  otherwise  there  is  a  wide  range 
of  options  for  people  with  skills  and 
detenriination. 

So  what  kinds  of  work  can  people  with 
Usher  syndrome  do  and  what  support 
can  they  get? 

Desk  work  such  as  word  processing,  accountancy 
and  computer  work  are  very  popular  but  we  also 
know  of  people  doing  catering,  gardening, 
graphic  design,  photography,  nursery  nursing. 
Teaching,  motor  mechanics.  We  even  know  of 
one  voung  woman  who  is  working  as  a  BBC 
researcher.  Support  is  available  for  people  with 
disabilities  through  Placement.  Assessment  and 
Counselling  (PACT)  teams  who  can.  for  example. 
fund  interpreters  and  special  equipment  such  as 
computers  adapted  for  people  with  sight  loss.  But 
people  need  to  push  for  the  support  the}'  need. 
What  do  you  think  people  with  Usher 
syndrome  bring  to  the  work  environment? 
I  think  young  people  are  much  more  confident 
now:  Usher  syndrome  is  better  known  and  people 
are  prepared  to  talk  about  it.  so  young  people  are 
often  very  effective  advocates  for  themselves.  In 
the  workplace  they  tend  to  be  good  workers:  they 
are  very  committed  and  conscientious. 
Do  you  think  there  are  more  opportunities 
for  people  who  are  deaf  than  for  those  who 
are  visually  impaired?  We  know  for  example 
that  unemployment  is  very  high  among 
people  with  sight  loss. 
Yes.  I  think  this  is  probably  true.  People  with 
Type  2  Usher  often  operate  as  'hearing'  people 
anyway.  When  visual  problems  start  to  hit  people 
with  Usher  syndrome  their  situation  can  often  be 
very  different.  There  can  still  be  a  perception  that 
they  are  'deaf  and  dumb'  and  they  end  up  in 
dead-end  jobs  as  a  result. 
Despite  all  the  positive  things  you  have  told 


Usher 
syndrome 


me,  unemployment  must  be  a  major  issue 
for  many  people  with  Usher  syndrome.  What 
is  your  experience? 

We  really  don't  know  how  many  people  with 
Usher  syndrome  are  unemployed  and  want  to 
work.  My  role  tends  to  bring  me  into  contact  with 
those  who  are  working  where  there  seem  to  be 
two  issues.  The  first  is  that  people  are  often 
under-employed  that's  to  say  they  are  not  being 
fully  stretched  at  work.  It  can  be  difficult  for 
people  to  progress  in  their  careers,  and  sometimes 
people  tend  to  stick  at  a  job  they  know  they  can 
do  rather  than  take  a  risk  with  a  promotion  or  a 
different  kind  of  work.  The  other  issue  is  that 
many  people  are  retiring  themselves  early  when 
their  sight  loss  creates  difficulties.  Sometimes  it's 
just  too  much  of  a  struggle  to  cope  with  both 
hearing  and  sight  loss,  especially  in  a  fast-moving 
office  environment,  and  sometimes  people  don't 
get  the  support  they  need  to  cope  with  their  sight 
loss.  Employers  may  be  unaware  of  the 
implications  of  Usher  syndrome,  and  people  with 
the  condition  may  even  prefer  not  to  spell  out 
what  it  leads  to. 

But  with  the  right  kind  of  support  people  can 
often  carry  on.  I  remember  one  woman  who  was 
about  to  retire  herself  at  the  age  of  28  when  her 
manager  decided  this  was  a  challenge.  She 
contacted  us  and  the  Partially  Sighted  Society  and 
managed  to  get  all  the  equipment  her  employee 
needed  to  carry  on  in  the  job. 
What  kinds  of  experiences  do  people  with 
Usher  syndrome  have  in  the  workplace? 
Obviously  this  varies,  but  the  workplace  can  be 
challenging.  Sometimes  employers  (and  colleagues) 
forget  that  deaf  people  need  information  in  a 
visual  form,  which  means  they  need  to  think 
about  tannoy  systems  and  alarm  bells  for 
instance.  We  know  of  people  who  have  been  left 
at  their  desks  during  a  fire  practice  because 
nobody  bothered  to  tell  them  what  was  going  on. 
What  would  you  say  to  prospective 
employers  thinking  about  taking  on 


Getting  work  experience 

can  be  an  important 

stepping  stone  to 

gaining  employment 


Matthew's  story 
'Discrimination  can  be  very  subtle' 

Matthew*  worked  as  an  Administrative  Officer  in  the  Civil 
Service  for  20  years  until  he  was  forced  to  give  up  his  job 
two  years  ago.  Matthew  has  Usher  Type  2  and  initially 
found  his  employers  to  be  supportive.  'They  adapted  the 
job  for  me  and  I  had  all  the  equipment  I  needed.  At  first 
they  appeared  to  appreciate  me  and  my  annual  appraisals 
were  always  satisfactory.  Then  I  seemed  to  get  stuck.  No 
section  wanted  to  take  me  on  because  of  my  disabilities, 
while  the  section  I  was  in  declared  me  'surplus  to 
requirements'  and  made  the  environment  more  and  more 
difficult  for  me.  My  employers  could  have  put  things  right 
but  they  didn't.  Eventually  I  took  early  retirement  on 
health  grounds  because,  after  battling  for  six  months,  the 
stress  just  wore  me  down.' 

Still  in  his  early  40s,  Matthew  has  put  the  bitterness 
behind  him  and  hppes  to  work  part-time,  partly  from 
home,  to  support  himself  and  his  wife.  'You  just  have  to 
get  on  with  your  life.  But  I  do  feel  the  job  scene  is  much 
more  competitive;  it's  not  enough  to  do  your  best. 
Employers  seem  to  want  1 10  per  cent  these  days,  which 
puts  people  with  disabilities  at  a  real  disadvantage.' 

*not  his  real  name 
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Jeremy's  story 
They  gave  me  a  chance  to  prove  myself 

Jeremy  Morgan  did  not  have  an  easy  start.  'When  I  left 
college  I  wanted  to  get  a  permanent  job  but  had  no  luck. 
Reluctantly  I  accepted  a  YTS  position  at  Barnardo's  doing 
payroll  work.  After  three  months  I  was  made  permanent 
in  the  same  job.'  Now,  14  years  later,  Jeremy  is  still  with 
Barnado's  involved  in  payroll  control  systems,  cost  analysis 
and  the  development  of  IT  systems. 

He  loves  the  work  and  feels  his  employers  have  been 
very  supportive.  'They  have  supported  me  by  giving  me 
time  off  during  my  development  on  Young  Usher  Group 
and  Usher  UK.  They  even  provide  things  for  raffles  and 
sponsored  my  bungee  jump!'  Far  from  experiencing 
discrimination,  Jeremy  was  invited  onto  the  committee 
which  thrashed  out  Barnado's  equal  opportunities  policy. 


Jeremy  acknowledges 
he  has  been  very  lucky.  'It 
is  more  difficult  for 
people  with  Usher  to  find 
a  job.  You  have  to  learn 
all  you  can  and  have  some 
idea  of  the  work  you 
want  to  do.  But  don't  be 
afraid  to  try  out 
employers  like  charities 
and  local  authorities  with 
equal  opportunities 
policies  -  they  might  give 
you  a  chance  to  prove 
yourself.  Above  all,  be 
positive.  Set  yourself  a 
goal  you  want  to  achieve.' 

Jeremy  Morgan 


someone  with  Usher  syndrome? 

Employers  should  not  be  afraid  of  employing 
people  with  dual  sensory  loss;  they  have  much  to 
offer  and  are  very  industrious.  An  employer  needs 
to  look  first  at  what  candidates  can  offer  -  do 
they  meet  the  criteria  for  the  job?  If  they  do,  then 
employers  need  to  think  about  communication 
needs  such  as  interpreters,  which  can  be  paid  for 
by  PACT.  They  need  to  understand  that  these 
employees  are  not  second-class  hearing  people 
but  deaf  people  with  specific  communication 
needs.  And  there  are  answers  to  many  of  those 
needs  now:  e-mail,  for  example,  is  an  easy  way 
for  employers  to  keep  deaf  employees  in  touch. 


Supportive  colleagues  can  make  a  big  difference 


Employers  also  need  to  think  about  the  work 
environment.  People  with  poor  sight  and  hearing 
need  good  lighting  and  safety  features,  which  of 
course  help  all  employees.  We  encourage 
employers  to  engage  in  regular  contact  with 
deafblind  staff  so  that  needs  can  be  expressed.  I 
was  particularly  impressed  by  a  workshop  I 
visited  in  Seattle  that  supplies  aircraft  parts.  All 
the  employees  and  their  manager  are  sensory 
impaired  but  they  do  precision  work  with  great 
skill  because  their  workplace  is  well  planned  and 
designed  for  safety.  It  shows  what  can  be  done. 
Are  we  right  to  look  upon  employment  as 
the  'holy  grail'  for  people  with  Usher 
syndrome?  Some  other  types  of  lifestyle 
may  be  just  as  satisfying. 
There  isn't  a  simple  answer  to  this.  We  know  of 
well-qualified  people  who  are  very  frustrated 
because  they  do  not  have  jobs,  and  also  of  people 
who  have  become  depressed  and  angry  if  they 
have  had  jobs  and  lost  them.  But  we  also  know  of 
others  who  live  satisfying  lives  without  paid 
work.  Some  of  these  find  other  outlets  for  their 
creativity  or  contribute  as  volunteers,  while  others 
spend  time  improving  their  communication  skills 
or  learning  something  new.  What  saddens  me  is  to 
meet  people  who  want  to  retrain  for  a  new  career 
but  who  can't  because  there  are  no  grants  to  meet 
college  fees  -  that's  a  real  need. 
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Removing  the 


barriers  to  work 


Many  more  people  with  Usher  syndrome,  and  other  forms  of  dual 
sensory  loss,  could  work  if  the  right  support  was  available. 
Caroline  Ellis,  Public  Policy  Officer  at  Sense,  describes  the  key  issues: 


•  Sense  estimates  that  as  few  as  5  per  cent  of 
deafblind  people  are  in  work  compared  with 
68  per  cent  of  people  who  have  'difficulty 
with  hearing'.  As  far  as  we  know,  deafblind 
people  have  the  lowest  economic  activity  rate 
of  any  group  of  disabled  people.  But  we 
cannot  be  sure  of  this  figure,  nor  do  we  know 
how  many  people  would  like  to  work  and 
cannot  find  a  job.  We  need  much  better 
statistics  and  information  to  guide  our  policy 
work. 

•  People  with  dual  sensory  loss  need  more  help 
to  get  into  the  job  market.  Many  people  do  not 
know  what  they  can  offer  or  what  skills 
employers  are  looking  for.  Information  about 
job  vacancies  needs  to  be  more  accessible  - 
many  simply  cannot  read  adverts  in 
newspapers  or  the  Job  Centre. 

•  PAC  teams  need  much  greater  awareness  of 
the  effects  of  dual  sensory  loss  in  order  to 
provide  a  better  service.  The  teams  may  know 
about  hearing  or  sight  loss,  but  rarely  about 
the  complex  effects  of  both.  This  leads  to  a 
lack  of  understanding  of  communication  and 
equipment  needs  and  frustrating  delays  for 
people  who  are  being  assessed. 

•  Getting  disabled  people  into  work  is  not 
cheap.  The  £195  per  person  the  Government  is 
currently  investing  under  the  'New  Deal'  for 
unemployed  disabled  people  will  not  make  a 
real  impression  on  the  problem.  And  Access  to 
Work  funds  are  often  inadequate  to  pay  for  the 
complex  equipment  deafblind  people  need.  If 
the  Government  seriously  wishes  to  help 
people  into  work,  it  needs  to  provide  realistic 
funding. 

•  The  Disability  Discrimination  Act  now  makes 
it  illegal  to  discriminate  against  disabled 
people  at  work.  However  the  Act's 
employment  provisions  do  not  apply  to  any 
organisation  with  fewer  than  20  employees. 
95  per  cent  of  employers  and  their  average 


4.5  employees,  including  a  quarter  of  all 
disabled  employees,  are  thus  excluded.  The 
Government  has  announced  its  intention  to 
lower  the  small  employers  exemption  to  15, 
but  this  will  only  bring  an  additional  60,000 
disabled  employees  protection  under  the  DDA. 
If  the  Government  had  met  our  demands  for  a 
threshold  of  2  (the  lowest  practicable  level 
under  the  Act)  an  extra  320,000  disabled 
employees  would  be  protected. 

•  The  benefits  system  should  support  rather 
than  deter  disabled  people  who  want  to  work. 
The  Government  needs  to  recognise  that  many 
disabled  people  find  full-time  work  too  tiring 
or  stressful.  Yet  part-time  work  incurs  all  kinds 
of  penalties.  Some  welcome  progress  has  been 
made  recently  in  enabling  people  to  slot  back 
in  to  benefit  if  a  job  does  not  work  out,  but 
other  disincentives  remain.  We  are  urging  the 
Government  to  increase  the  earnings  limit  of 
£15  for  people  on  Income  Support  as  a  matter 
of  urgency. 

•  We  need  many  more  employment  options  for 
deafblind  people.  Many  want  to  make  a 
contribution  through  work,  but  a  full-time  job 
in  the  mainstream  is  too  demanding  for  some. 
Ideally  deafblind  people  should  be  able  to 
'pick  and  mix'  from  supported  and  open 
employment,  full-  and  part-  time  jobs,  work  at 
home  and  in  the  workplace.  They  also  need 
opportunities  for  retraining  when  their 
circumstances  change. 

•  There  also  needs  to  be  recognition  that  paid 
employment  is  not  the  only  way  to  make  a 
contribution  to  society.  Many  disabled  people 
are  active  in  their  own  communities  and  it  is 
impossible  to  overstate  the  contribution  that 
carers  make.  It  is  not  just  the  benefits  system 
which  needs  to  acknowledge  this,  but  society 
at  large.  A  bit  more  respect  would  help  many 
people  to  feel  valued  and  valuable  players  in 
the  game  of  life. 


For  a  quick 
guide  to  DDA 
employment 
provisions,  and 
factsheets  about 
disabled  people 
and  employment, 
contact  Caroline 
Ellis  at  Sense, 
Finsbury  Park 
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EMPLOYMENT 


Fighting  prejudice 


Alison  Jones 

from  Mencap 

describes  how 

people  with 

learning 

disabilities  are 

beginning  to 

have  access  to 

employment 

opportunities. 

But  there  is 

still  a  long  way 

to  go. 


Helping  the  public  is 
an  important  part  of 
Caroline's  work 


There  has  been  heated  debate  over  the 
Government's  welfare  reform  programme  this 
year.  Central  to  these  changes  are  projects  to  help 
more  people  with  disabilities  into  work,  which 
disability  organisations  see  as  a  very  positive  step 
towards  full  civil  rights  -  provided  that  the  goal  is 
opportunity,  not  unreasonable  pressure. 

This  new  programme,  coupled  with  the 
introduction  of  the  Disability  Discrimination  Act 
in  1996.  will  lead  to  more  pressure  on  larger 
companies  (and  in  due  course,  smaller 
companies)  to  employ  somebody  with  a  disability. 
However,  in  practice  many  barriers  and  prejudices 
still  exist. 

Mencap  has  recognised  the  need  to  assist 
people  with  learning  disabilities  to  find  work  for 
some  time.  In  1975  it  started  its  Pathway  Service 
which  helps  people  with  learning  disabilities  to 
find  paid  employment  and  gives  ongoing  support. 
This  service  has  developed  greatly  with  clients 
such  as  Tesco,  Sainsbury  and  Marks  and  Spencer. 
Pathway  is  finding  that  more  companies  every 
year  are  recognising  the  possibility  and  benefits 
of  employing  people  with  learning  disabilities  and 
the  client  base  is  growing. 

This  service  is  far  removed  from  the  old 
sheltered  workshops  for  people  with  learning 
disabilities.  Pathway's  whole  policy  is  to 
strengthen  inclusion  within  the  community  by 
getting  people  with  learning  disabilities  working 


in  the  same  companies  and  doing  the  same  jobs 
as  everyone  else  and  not  stuck  out  on  their  own. 

Facing  different  challenges 

People  with  learning  disabilities  face  different 
issues  at  work  from  those  faced  by  people  with 
physical  disabilities  and  it  is  essential  that  they 
are  individually  assessed  as  to  what  type  of  job  is 
suitable.  Pathway  officers  are  trained  to  match 
people's  skills  and  potential  with  specific  job 
criteria  and  they  give  ongoing  support  to 
employers,  clients  and  their  parents  and  carers. 

One  individual  who  has  been  helped  by 
Pathway  is  Sharon  Hayward  who  is  22.  'Claire 
from  Pathway  has  helped  me  with  many  things. 
When  I  have  to  go  to  the  Job  Centre  she  comes 
with  me  to  answer  any  question  I  don't  know  how 
to.  This  also  means  getting  my  benefits  right." 

'They  have  arranged  with  the  Ministry  of 
Defence  for  me  to  do  casual  work.  I  first  did  a 
four  week  session  and  they  were  pleased  with  me 
and  I  am  now  on  my  second  four  weeks.  It  is  a 
very  busy  place  and  I  like  doing  the  work.  I  hope 
I  can  stay  for  a  long  time."  Sharon  is  going  for  an 
interview  this  week  to  see  whether  her  job  will  be 
made  permanent. 

Supported  cooperatives 

In  addition  to  Pathway  helping  individuals,  they 
have  also  helped  set  up  supported  co-operatives 
which  are  firms  established  by  people  with 
learning  disabilities.  These  co-operatives  provide 
individuals  with  a  raised  profile  in  the  community 
and  as  with  most  jobs,  better  self  esteem  and 
importantly,  a  chance  to  move  away  from 
receiving  services  to  providing  services. 

One  such  business  is  called  Clean  Sweep 
which  is  an  organisation  based  in  Bristol  and 
offers  a  local  cleaning  service.  It  was  launched  in 
1 994  and  was  the  first  of  its  kind  to  open  for 
business  with  the  entire  workforce  comprising 
people  with  learning  disabilities.  They  run  the 
business  on  their  own,  doing  their  own  accounts 
and  rotas  as  well  as  the  practical  cleaning  side. 
Four  years  later  it  has  12  members  of  staff  and 
seven  contracts. 

Another  successful  business  is  a  Bed  and 
Breakfast  which  is  run  by  a  group  of  students 
from  Mcncap's  Pengwern  College  in  North  Wales. 
They  are  involved  in  all  aspects  of  the  business 
including  greeting  the  guests,  filling  in  booking 


18  Talking  Sense  •  AUTUMN  1998 


and  pUShing  for 

opportunity 


Caroline  Clifford  enjoys 
her  work  at  Marks  and 
Spencer 


forms  and  preparing  breakfast/evening  meals.  It  is 
now  registered  with  the  Welsh  Tourist  Board 
where  it  has  been  awarded  one  crown  and  a 
commended  certificate. 

Fighting  prejudice 

Although  there  are  many  success  stories  around 
the  country,  it  is  still  a  struggle  for  many  people 
with  learning  disabilities  to  find  employment  and 
Pathway  officers  face  similar  barriers  from 
employers.  Common  queries  from  employers  are 
about  health  and  safety  and  simple  disbelief  that  a 
person  with  a  learning  disability  can  do  the  job. 

Part  of  the  Pathway  Officer's  job  is  to 
counteract  any  prejudices  that  already  exist  and  to 
show  that  people  with  learning  disabilities  can  do 
the  job  as  well  as  anyone  else  and  they  can  learn. 
The  support  needs  of  people  with  learning 
disabilities  will  vary.  Some  may  need  intensive 
support  only  at  the  start  of  their  working 
experience,  but  others  may  need  ongoing  daily 
support. 

One  Pathway  Officer  said,  talking  about  one 
of  their  clients,  'George  has  Down's  syndrome 
and  works  in  a  supermarket  stacking  shelves.  For 
the  first  three  weeks  he  needed  a  supporter  with 
him  at  all  times.  However,  as  his  confidence  in 
his  abilities  grew,  the  supporter  gradually 
withdrew  and  he  is  now  able  to  work  as  a  full 
member  of  the  supermarket  team.' 

Chris  Mason  from  Pathway  in  Islington  said, 
'We  have  found  that  most  people  with  learning 
disabilities  who  are  given  employment  will  stay 
with  their  position  for  a  long  time.  Also 
employers  have  told  us  how  reliable  they  are  and 
that  they  take  noticeably  less  sick  leave.' 

Although  there  is  still  a  worrying  amount  of 
prejudice  in  our  communities,  London  Pathway 
found  they  had  very  little  complaint  about 
'bullying'  of  staff  with  a  learning  disability.  The 
most  common  problem  was  that  other  employees 
become  too  over-protective  and  do  not  let  staff 
with  a  learning  disability  do  things  for 
themselves. 

There  is  still  evidence  to  suggest  that 
companies  treat  disability  as  an  issue  of  charity 
and  corporate  giving  -  a  view  which  needs  to  be 


addressed  by  further  education.  However,  an 
employer  faced  with  an  option  of  taking  on  a 
person  with  a  learning  disability  will  know  that 
this  will  require  additional  support  and  training  so 
some  will  need  further  incentives  before  taking  on 
that  disabled  person.  The  New  Deal  helps 
considerably  in  this  respect. 

Mencap  has  suggested  that  the  tax  system 
should  be  further  examined  with  a  view  to 
offering  tax  or  other  advantages  to  employers  who 
employ  people  with  learning  disabilities.  One 
option  could  be  to  remove  the  employers' 
contribution  to  Access  to  Work,  a  scheme  which 
has  played  such  an  important  role  in  providing 
meaningful  employment  opportunities  for 
disabled  people. 

Pathway  gives  necessary  assistance  to  help 
people  with  learning  disabilities  find  work  but 
there  are  still  thousands  who  suffer  from 
discrimination  and  are  not  given  the  opportunities 
to  prove  they  are  able  to  work.  The  Government 
has  taken  an  important  initiative  with  its  'Welfare 
to  Work'  programme.  We  need  a  larger  share  of 
the  much  bigger  sums  allocated  to  enhancing  the 
employment  prospects  of  non-disabled  people, 
and,  of  course,  an  ongoing  rather  than  a  time- 
limited  programme.  More  importantly  there  needs 
to  be  more  education  to  stop  prejudice  in  future 
generations  and  to  highlight  the  benefits  of 
employing  people  with  disabilities. 


Employers 


have  told  us  how 


reliable  people 
with  learning 


disabilities  are  - 


they  take 
noticeably  less 


sick  leave 
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Let's  go  to  work 


Many  people 


exclusion  of  people 


with  disabilities  is 


an  inevitable 


consequence  of 
disability 


Working  satisfies 
a  universal  need 


People  who  are  deafblind  are  sons  and 
daughters,  brothers  and  sisters,  and  cousins 
and  neighbours.  They  are  born  to  the 
community.  Up  until  the  Industrial  Revolution, 
they  were  part  of  the  community  in  which  they 
were  born.  However,  as  society  became  more 
developed  and  more  specialised,  individuals  were 
required  to  become  'productive'  in  order  to  be 
considered  full  members  of  the  community 
(Gothelf  &  Brown,  1996).  Those  who  could  not 
assume  a  productive  role  in  the  community  were 
typically  consigned  to  segregated  lifestyles,  if  not 
segregated  communities. 

An  American  disability  rights  attorney  and 
theorist,  Robert  Funk,  argues  that  a  kind  of 
'universal  apartheid'  has  existed  for  them 
(Shapiro,  1993,  p. 143).  School  districts  funded 
separate  programmes  of  special  education; 
charities  or  voluntary  agencies  set  up  sheltered 
workshops  and  segregated  adult  day  centres.  The 
fact  that  people  with  disabilities  are  separated  has 
lead  to  the  creation  of  stereotypes  and  harmful 
myths  (Gothelf  &  Brown,  1998),  resulting  in  the 
self-fulfilling  prophecy  of  a  diminished  lifestyle: 
many  people  assume  that  the 
exclusion  of  people  with  disabilities 
is  proof  that  they  need  to  be 
excluded,  an  inevitable  consequence 
of  disability  (Shapiro,  1993). 

Individuals  who  are  deafblind 
need  not  be  consigned  to  the 
margins  of  society,  dependent  on 
the  largesse  of  others  in  order  to 
take  part  in  life  within  society.  They 
are  capable  of  participating,  but 
society  has  not  provided  them  with 
the  opportunities  to  participate. 

A  critical  part  of  being  a 
productive  member  of  society  is 
being  employed.  In  order  to  answer 
the  question,  'What  docs 
employment  mean  for  someone 
who  is  deafblind?',  wc  want  to  tell 
you  a  story. 

The  postmaster  in  a  small  town 
was  told  that  he  would  have  to 
make  his  post  office  building 
accessible  to  people  in  wheelchairs. 
I  here  were  twenty  formidable  steps 


leading  to  the  only  public  entrance,  and  the 
revolving  door  there  was  too  narrow  for  even  the 
smallest  wheelchair.  The  postmaster  objected  to 
any  renovation  for  patrons  with  disabilities.  He 
sputtered  in  protest,  'I've  been  here  for  thirty-five 
years  and  in  all  that  time  I've  yet  to  see  a  single 
customer  come  in  here  in  a  wheelchair'  (Shapiro, 
1993,p.l42). 

In  contemplating  this  story  we  ask,  'Is  the 
absence  of  co-workers  who  are  deafblind  a 
confirmation  of  the  fact  that  people  who  are 
deafblind  cannot  work?'  The  statistics  about 
employment  for  people  who  are  deafblind  are 
appalling.  Petroff  (1998)  conducted  the  National 
Transition  Follow-Up  Study  of  Youth  Identified  as 
Deafblind.  Of  the  young  adults  who  had  been  out 
of  school  for  eighteen  months,  almost  85  per  cent 
were  unemployed.  What  barriers  could  account 
for  the  absence  of  co-workers  who  are  deafblind 
and,  what  can  be  done  to  overcome  these  barriers? 

People  who  are  deafblind  have  the  same  need 
as  the  rest  of  society  for  structured  fulfilling 
activity  throughout  the  day.  Engaging  in  the 
activities  of  work  satisfies  a  universal  need:  each 
hour  of  the  day  is  accounted  for  and  the  outcome 
is  a  certain  thing.  The  day  has  a  rhythm  and 
coherence.  At  the  end  of  the  day,  getting  off  work 
is  a  powerful  and  exhilarating  experience,  and  a 
demarcation  between  one  part  of  the  day  and  the 
next;  it  is  time  to  go  home  to  join  those  we  love 
for  a  meal  and  for  leisure.  This  experience  cannot 
be  duplicated  by  going  to  an  adult  day  centre 
rather  than  a  job. 

The  problem  is  not  that  people  who  are 
deafblind  cannot  work,  but  that  more  often  than 
not,  the  system  that  is  supposed  to  support  them, 
is  just  not  providing  them  with  the  flexibility,  the 
choices,  and  resources  they  need.  Limited  local 
programme  capacity,  lack  of  trained  personnel, 
and  misconceptions  about  deafblindness  may  be 
more  to  blame  than  the  severity  of  the  disability 
itself  (Everson,  Burwell,  &  Killam,  1995). 
Attitudinal  barriers  (such  as  the  presumption  by 
parents  and  professionals  of  the  unemployability 
of  the  individual)  has  an  impact  upon  the 
opportunity  to  choose  employment  (Petroff,  1998; 
West,  1996). 

Most  jobs  for  people  who  are  deafblind  will 
require  some  accommodation,  but  this  should  not 
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Carole  R.  Gothelf,  from  the  Jewish  Guild  for  the  Blind  in  New  York,  and 
Jerry  G.  Petroff  from  Temple  University,  Philadelphia,  Pennsylvania 
challenge  a  few  assumptions  about  employment  and  deafblind  people. 


be  a  barrier  to  entering  the  workforce  (Gothelf, 
Crimmins  &  Woolf,  1995),  nor  should  the  costs  of 
these  accommodations  be  seen  as  prohibitive. 
These  costs  are  more  than  overcome  by  the 
benefit  of  producing  productive  citizens,  and  are 
often  less  than  the  costs  of  maintaining  these 
people  in  adult  day  centres.  Cimera  (1998)  found 
that  all  individuals,  regardless  of  severity  or 
number  of  disabilities,  are  cost-efficient  to  serve 
through  supported  employment. 


MM 


Costs  are  more  than 


overcome  by  the  benefit  of 
producing  productive  citizens 
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The  outcomes  of  an  effective  education  are  to 
learn  skills  that  increase  independence  in 
everyday  life,  develop  and  maintain  social 
relationships,  and  leave  school  with  a  valued  adult 
role.  Should  it  be  any  different  for  young  adults 
who  are  deafblind? 

For  people  who  are  deafblind  around  the 
globe,  the  pendulum  has  slowly  begun  to  swing 
back.  Society's  collective  consciousness  is 
changing.  We  are  cautiously  moving  from  a 
consciousness  of  providing  care  within  a 
benevolent  hierarchy  to  a  position  of  inclusion 
and  participation  within  a  diverse  community.  As 
professionals,  we  are  challenged  to  ensure  that 
this  change  truly  occurs,  and  that  it  is  not  merely 
a  function  of  the  ebb  and  flow  of  social  mores  but 
is  truly  reflective  of  a  permanent  shift  in  society's 
values. 

We  must  challenge  our  paradigms,  question 
our  assumptions,  and  suspend  our  beliefs  in  order 
to  truly  find  the  best  answers  to  the  questions  we 
confront.  There  is  a  saying,  'those  who  reflect  on 
their  own  conduct  add  to  themselves'  (C.  S. 
Angel,  personal  communication,  August  14th 
1998).  This  should  be  at  the  top  of  the  list  of  rules 
of  professional  conduct.  We  believe  that  one 
attains  wisdom  by  asking  questions  and  seeking 
answers.  We  must  ask,  'The  conceptual  and 
empirical  bases  for  achieving  meaningful  work 
for  people  who  are  deafblind  within  our 
communities  are  present.  How  can  we  make  it 
happen?' 
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SPECIAL  PROJECT 


Living  and  learning  together 


Bernie  Miller  and 
Mike  Gamble 


We  have 


gradually  developed 
an  individualised 


programme 


designed  to 
address  each 
student's  very 
complex  needs 


We  first  heard  about  the  project  seven  years 
ago  and  thought  that,  on  paper,  the  idea  looked 
fantastic.  The  intention  was  to  provide  a  home, 
opportunities  and  a  meaningful  life  for  six 
students  with  not  just  sensory  impairments  but 
also  specialist  medical  needs  and  physical 
disabilities.  Would  it  work  to  provide  this  kind  of 
specialist  care  for  very  severely  disabled  young 
people  in  an  'ordinary'  home  in  the  community? 

Fundraising  was  successful  and  a  bungalow 
was  built  at  Broadgate  Lane  in  Deeping  St  James 
near  Peterborough.  We  were  both  very  keen  to 
apply  for  posts  when  they  were  advertised  and 
were  overjoyed  at  our  success  in  gaining  the 
positions.  We  set  to  work  in  April  1996  with  three 
months  to  prepare  for  the  new  students.  Initially 
the  day  services  would  be  providing  places  for  the 
five  new  students  living  in  the  bungalow  and  one 
of  our  existing  students  who  lived  in  a  group 
home  in  Peterborough. 

Preparing  for  success 

This  preparatory  time  was  extremely  valuable  and 
one  of  the  reasons  for  the  success  of  the  project. 
We  visited  the  prospective  students  and  gathered 
information  from  their  parents  and  from  previous 
placements.  The  new  students  were  very  different 
from  those  that  Sense  Kast  had  previously  worked 
with.  As  a  group,  they  had  serious  medical  and 
physical  problems,  together  with  profound 
learning  and  sensory  disabilities.  They  needed 


extensive  nursing  care  as  well  as  a  carefully 
planned  educational  package  to  help  them  reach 
their  full  potential. 

The  staff  team  was  appointed  and  training 
began.  We  were  all  stepping  into  a  different 
world.  It  seemed  every  student  needed  a  different 
type  of  technical  equipment,  special  aids,  hoists 
and  so  on.  Each  student  needed  individual 
medical  attention  too,  which  demanded  further 
training.  We  all  had  to  learn  to  adapt  our 
environments  and  cope  with  the  changes.  The 
intensive  training  package  and  visits  to  the  new 
students'  homes,  schools  or  existing  placements, 
added  to  our  knowledge  and  ability  to  cope  with 
this  new  specialised  field. 

Katrina  was  particularly  concerned  with  staff 
and  student  safety  and  it  was  decided  very  early 
on  that  we  would  use  a  non-lift  policy.  To  avoid 
staff  injury,  all  students  would  be  lifted  or  moved 
by  using  sliding  aids,  hoists  and  slings.  Some 
parents  were  apprehensive  at  first  but  soon  took 
the  idea  on  board  and  some  have  now  installed 
similar  aids  in  their  own  homes. 


Learning  mobility  skills 
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Sense  East's  pioneering  Special  Resource  Project  opened  in  April  1996,  providing 
education  and  care  for  severely  disabled  young  people.  Here,  Katrina  Kennedy,  House 
Manager  and  Suzanne  Riches,  Team  Leader/Education  Tutor,  talk  about  their 
experiences  from  the  start  of  the  project  to  the  present  day. 


Initially,  the  Special  Resource  group  involved 
seven  young  adults,  two  of  whom  lived  in  other 
Sense  East  group  homes,  but  joined  us  during  the 
day  The  staff  and  students  soon  got  to  know  each 
other.  As  the  group  has  differing  needs  from 
others  at  Sense  East,  we  decided  to  base  most  of 
their  educational  activities  at  the  bungalow  itself. 
However,  it  soon  became  apparent  that  the 
students  benefited  from  a  change  in  their 
environment  and  we  moved  the  Special  Resource 
group's  day  service  to  the  Manor  House  site. 
During  the  second  term,  another  student  joined 
the  group  during  the  day,  making  a  group  of 
eight. 

Tailoring  our  teaching 

The  project  was  expanding  and  Janice  Greatrex, 
Education  Tutor,  and  an  Assistant,  Angie 
Cunniffe,  joined  the  Special  Resource  education 
team.  The  two  Education  Tutors  worked  together 
to  plan  and  deliver  a  day  service,  write  a 
'Foundation  Skills'  curriculum  and  develop 
assessment  sheets,  assisted  by  appropriately 
trained  residential  and  day  staff. 

We  have  gradually  developed  an 
individualised  programme  designed  to  address 
each  student's  very  complex  needs.  Most 
programmes  have  had  to  incorporate  the  nursing 
needs  of  our  students  which  include  changes  of 
position,  special  diets,  tube  feeds  and  medication. 
The  staff  team  includes  nursing  support  and  a 
qualified  physiotherapist.  We  have  developed  our 
own  curricula  and  students  are  involved  in  a  wide 
variety  of  activities,  for  example  the  'MOVE' 
curriculum,  interactive  multi-sensory  room, 
physiotherapy,  massage,  trampolining,  swimming, 
life  skills,  art,  music  and  sailing,  to  name  a  few. 

Getting  results 

In  the  first  two  years,  the  students  have  all  made 
dramatic  progress  as  a  result  of  their  new 
environment  and  the  dedicated  staff  team.  We 
have  over  twenty-five  people  working  on  the 
residential  side,  with  the  students  benefiting  from 
almost  one-  to-one  staffing.  The  staff  team  have 
managed  to  combine  compassion  and 
understanding  with  professionalism,  to  produce 
the  best  possible  overall  programme  for  our 
students,  although  we  are  always  looking  for  new 
ideas  or  methods  to  take  the  project  forward.  The 


staff  team  is  enthusiastic  and  dedicated,  with 
some  of  us  even  spending  our  spare  time  raising 
funds  for  extra  equipment  for  the  multi-sensory 
room! 

Looking  back  at  the  past  two  years,  there  have 
been  many  headaches,  heartaches,  hurdles  and 
challenges,  but  we  have  worked  together  to  make 
the  project  a  success  and  achieve  our  overall  goal. 
We  really  can  offer  our  students  the  rich  and 
varied  lifestyle  they  deserve,  enabling  them  to 
achieve  success  and  fulfilment. 

Making  music  can  be  very  therapeutic 
for  deafblind  people 


every  student 


needed 


individual 


equipment  and 


medical  care 
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USHER  RESEARCH 
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How  do  people  born  deaf  continue  to  communicate  effectively  when 
their  sight  deteriorates?  Sarah  Reed  and  Jannice  Floyd  from  Sense  have 
just  completed  an  18-month  project  'Communication  through  touch',  to 

find  out  what  sight  loss  means  to  Deaf  people. 


Communication  is  a  vital  part  of  life.  Even 
with  the  disadvantage  of  profound  hearing  loss, 
deaf  people  become  adept  communicators,  able 
to  share  their  thoughts,  ideas  and  information 
with  others.  Deaf  people  rely  on  their  eyes  in 
order  to  communicate,  learning  sign  language  or 
lipreading  or  both,  and  picking  up  clues  to  others' 
feelings  -  as  we  all  do  -  through  body  language 
and  facial  expressions.  So  how  do  deaf  people 
cope  if  their  sight  deteriorates?  How  do  they 
adapt  their  communication  styles?  What  works  for 
them  and  what  hinders  them?  How  can 
professionals  help? 

It  was  to  answer  these  questions  that  we  set  up 
an  18-month  project,  the  first  study  of  its  kind 
funded  by  the  Department  of  Health.  Although 
one  of  our  concerns  was  with  people  with  Ushers 
syndrome,  we  also  talked  to  people  with  other 
forms  of  sight  loss  such  as  cataract  and  glaucoma 
which  can  affect  anyone.  We  interviewed  people 
of  all  ages,  across  the  country  and  uncovered 
issues  which  touch  the  lives  of  many  who  lose 
their  sight. 

Of  spots,  worms  and  flashes 

What  struck  us  most  was  the  difficulties  our 
interviewees  reported  in  using  their  remaining 
vision  (none  of  the  participants  was  totally  blind). 
Since  most  interviewees  had  Ushers  syndrome, 
many  viewed  their  world  through  a  narrow  tunnel 
with  little  side  vision  at  all,  and  most  reported 
difficulties  seeing  in  the  dark.  But  most  of  the 
interviewees  also  admitted  to  seeing  spots,  waves, 
flashing  lights  and  'worms'  in  their  vision.  The 
effort  to  watch  others  closely  must  be  enormous 


and  not  surprisingly,  virtually  all  of  the  people  we 
interviewed  said  they  tired  easily  because  of  their 
eyesight.  Many  admitted  to  turning  their  eyes 
away  from  other  people  just  to  relax  their 
concentration,  even  though  it  can  appear  rude. 

The  communication  minefield 

Most  of  our  interviewees  were  educated  orally, 
though  many  were  allowed  to  sign  as  well,  and  all 
used  a  variety  of  methods  to  communicate 
depending  on  whom  they  were  with.  All  but  two 
were  users  of  British  Sign  Language  (BSL). 
Among  their  families,  many  had  originally  been 
able  to  lipread;  they  used  sign  language  with  their 
deaf  friends;  and  with  the  general  public,  all  had 
to  resort  to  written  communication. 

Since  their  sight  problems  started  however, 
many  of  these  methods  had  become  difficult. 
Lipreading  became  harder  to  follow  and  errors 
crept  in;  for  example  people  mis-read  'finish'  for 
'fish',  or  'chair'  for  'share'.  'Communication 
within  the  family  used  to  be  good  but  it's  not  so 
good  now,'  said  one  participant  who  used  to 
lipread;  T  wish  my  parents  could  sign'.  Another 
reported  that  his  family,  after  initial  pleasantries, 
ignored  him  for  the  rest  of  his  visit.  We  can  only 
guess  at  the  pain  these  difficulties  cause. 

Communication  through  sign  language 
became  equally  fraught.  As  one  interviewee  said 
'I  realised  I  couldn't  see  at  the  edge  (of  the 
signing  space)  or  if  the  signing  was  too  fast'. 
There  was  plenty  of  scope  for  confusion  when 
signs  required  facial  expressions  and  signs 
simultaneously,  or  when  signs  are  similar  to  each 
other.  For  example,  the  sign  for  'dog'  differs  from 
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that  for  'shop'  only  in  the  number  of  fingers 
extended.  One  participant  commented,  'I  think  we 
should  create  separate  signs  for  'recently'  and 
'long  ago'  (which  use  similar 
handshape/movement)  so  each  sign  is  easier  to 
identify'. 

Group  discussions  proved  to  be  very  difficult 
for  many  of  these  deaf  people  with  visual 
problems  since  they  could  not  easily  track  who 
was  speaking  at  any  one  time  or  gauge  when  it 
was  their  turn  to  speak.  Not  surprisingly,  written 
information  gave  our  interviewees  problems  too, 
with  most  struggling  to  read  ordinary  print. 

Adapting  and  learning 

Many  people  only  found  a  way  through  these 
difficulties  because  their  aides  helped  them.  We 
found  many  aides  gave  extra  information  to 
clarify  what  they  had  signed.  When  talking  about 
a  town,  for  instance,  aides  often  said  'name  town' 
before  signing  the  town  itself.  Another  aide  gave 
helpful  clues  to  separate  one  similar  sign  from 
another,  like  fingerspelling  the  letter  'e'  before 
signing  'electricity',  and  signing  'clouds'  before 
'lightning'  because  'electricity'  and  'lightning' 
have  the  same  sign. 

Two  of  those  interviewed,  both  with  Usher 
syndrome,  whose  preferred  method  of 
communication  was  speech,  wanted  to  learn  sign 
language  after  their  sight  deteriorated.  They  found 
it  very  difficult  because  their  vision  was  too 
restricted  to  take  in  the  information.  One 
persevered  with  the  help  of  a  friend  but  was 
frustrated  because  she  was  mastering  new  signs 
so  slowly.  Learning  the  manual  alphabet  proved 
equally  challenging;  T  learnt  the  manual  alphabet 
but  realised  it  wasn't  for  me  because  I  do  not 
think  in  words'  said  one  interviewee. 

Recognising  emotions 

Understanding  conversational  partners'  state  of 
mind,  or  sharing  a  joke,  could  also  be  a  minefield. 
Most  participants  were  aware  they  could  no 
longer  see  full  facial  expressions  or  body 
language.  Some  said  it  would  be  helpful  to  be  told 
directly  about  others'  feelings,  or  warned  if  a  joke 
was  coming.  Several  confessed  that  they  either 
ignored  or  could  not  understand  jokes;  others  said 
they  only  recognised  a  joke  when  other  people 
laughed. 

How  to  help? 

Our  project  demonstrated  that  there  is  no  single 
or  simple  answer  to  the  difficulties  of  sight  loss 


among  deaf  people.  No  two  people  in  the  study 
had  the  same  challenges  or  found  the  same 
solutions  worked  for  them.  Nevertheless,  some 
common  sense  steps  can  make  a  difference.  One 
of  the  simplest  ways  to  make  life  easier  is  to 
improve  the  level  of  lighting  so  that  visually 
impaired  people  can  see  other  people's  gestures 
and  faces  more  clearly.  Many  participants  spoke 
of  the  frustration  of  trying  to  follow  a 
conversation  in  poor  light,  and  in  the  dark  most 
people  gave  up  communication  altogether!  It  also 
helps  if  conversational  partners  avoid  brightly 
coloured  or  patterned  clothing  which  can  distract. 
Most  interviewees  prefer  to  be  tapped  lightly  on 
the  upper  arm  if  anyone  wishes  to  gain  their 
attention.  Written  information  needs  to  be  in 
appropriate  type  sizes. 

Clearly  more  needs  to  be  done  to  help  deaf 
people  with  impaired  sight  to  develop  their 
communication  options  and  levels  of  skill. 
Families  with  children  with  Usher  syndrome  need 
information  at  an  early  stage  to  help  them  plan 
the  future.  Both  families  and  individuals  need 
information  on  the  types  of  communication 
support  available.  Information  and  training  is 
also  critically  important  to  the  professionals 
who  work  with  deaf  people,  as  few  have  much 
understanding  of  the  impact  of  sight  loss.  As 
part  of  the  project,  we  set  up  a  pilot  training 
programme  for  a  group  of  professionals  including 
interpreters,  social  workers  and  others.  We  will  be 
developing  this  training  programme  further  in  the 
next  part  of  the  project  as  well  as  doing  further 
investigation  and  suggesting  adaptations  to  sign 
language.  The  training  course  has  already  proved 
its  worth.  As  one  trainee  commented,  i  thought 
I  knew  all  about  Usher  but  realise  now  that  1  still 
have  so  much  to  learn.' 

*  A  copy  of  the  project  findings  can  be 
obtained  from  Usher  Services  at  Sense. 


Jannice  Floyd  and 

Sarah  Reed  using  the 

hands-on  version  of 

British  Sign  Language 


/ thought 
I  knew  all  about 


Usher  but  realist 


now  that  I  still 


have  so  much 


to  learn 
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HOLIDAYS 


L 


Sea,  sand  and 

smiles! 


As  you  can  see, 
Sense  holidays  this 
summer  were  once 
again  full  of  sea,  sand,  smiles  and 
sandcastles  but  unfortunately  no  sun!!  But 
even  the  rain  could  not  deter  Sense  Holiday 
from  having  fun. 

Over  100  deafblind  people  accompanied  by 
volunteers  and  trained  holiday  leaders  could  be 
seen  banana  boating  in  Burnley,  or  having  cream 
teas  in  Christchurch. 

Once  again  I  was  allowed  out  the  office  for 
a  week  to  lead  my  own  Sense  holiday  at  Centre 
Pares  -  where  we  swam  down  the  raging  rapids 
(well  I  watched  the  others!!),  canoed  round  the 
lake  and  like  true  holidaymakers  in  Britain  had 
a  BBQ  in  the  pouring  rain,  eating  soggy  grilled 
burgers  rather  than  flamed! 

Although  we  have  just  packed  away  this  years 
buckets  and  spades  we  are  already  organising  next 
years  holiday  venues.  We  are  especially  excited  as 
Sense  holidays  will  be  25  year's 


old  in  1999  and  we'll  be  celebrating  our  Silver 
Jubilee.  So  watch  out  for  the  new  brochure  in 
early  December  because  we  really  have  got  some 
exciting  things  planned  for  next  year. 

One  of  the  other  changes  to  Sense  holiday 
programme  is  the  introduction  of  holidays  for 
those  over  45  years  old.  Due  to  a  growing  demand 
we  will  be  piloting  holidays  for  an  older  age 
group  next  year.  If  you  would  like  more  details 
please  contact  the  Holiday  Team. 

So  as  it  grows  dark,  cold  and  wintry  outside 
(a  bit  like  this  summer!)  look  forward  to  Sense 
Holiday  Silver  Jubilee  celebrations  in  1999! 

Gemma  Blackie 
Holidays  Co-ordinator 
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Welcome  once  again  to  Newsleaf 


This  issue  is  full  of  information,  ideas 
and  news. 

Readers  have  often  suggested  that 
Newsleaf  would  be  a  great  place  to  share 
ideas  on  toys  and  equipment  for  people 
who  are  multi-sensory  impaired.  We  have 
attempted  to  do  this  from  time  to  time  but 
we  also  don't  want  to  re-invent  any  wheels. 
So  in  this  issue  we  include  details  of  two 
useful  sources  of  information  and 
suggestions  as  to  who  could  do  the  job 
much  better  than  we  ever  could! 

'Information  Exchange'  is  a  must-have 
magazine  for  anyone  interested  in  children 
and  young  adults  with  sensory 
impairments. 


^^ 
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IN  THE  NEXT  ISSUE... 

Talking  Sense  will  be  looking  at  the  theme  of 
involving  deafblind  people  and  their  families. 
We'd  really  like  to  hear  your  views  on  this. 


PLANET,  an  organisation  that  promotes  play 
and  leisure  for  disabled  children  and  adults,  is 
also  an  excellent  source  of  information  and  ideas. 

We  also  pick  up  the  theme  of  employment. 
Neil  Farquharson  puts  forward  an  alternative  view 
of  what  it  means  for  his  son  to  'work',  while 
Janet  Mearns  writes  a  piece  on  the  'Parents  At 
Work'  Network  that  can  put  you  in  touch  with 
other  parents  of  disabled  children  who  also  work. 
The  network  is  able  to  provide  contact,  advice  and 
support. 

There  are  also  details  of  a  new  Rare  Disorders 
Alliance  which  will  be  of  interest  to  those  in 
contact  with  Sense  where  the  condition  that  has 
resulted  in  deafblindness  is  so  very  rare. 

Tracey  Good  makes  a  welcome  return  with  a 
siblings  article  as  she  describes  a  day  out  with  her 
brothers  and  sister,  Mum  and  her  own  children. 

If  that  were  not  enough  there  is,  of  course,  all 
the  usual  Branch  and  Family  News. 

If  you  want  to  respond  to  any  of  the  articles  in 
Newsleaf  or  have  issues  that  you  would  like  to 
raise,  then  please  contact:  Newsleaf,  Voluntary 
Services  Team,  Sense,  11-13  Clifton  Terrace, 
London,  N4  3SR. 

Joff  McGill 


Life  by  Antonio  Harris  (8  years  old) 

/  live  in  a  world  that's  different  to  me; 

In  my  world  I  cannot  see. 

I  live  in  a  world  that  I  don't  understand, 

Where  noises  and  sounds  sometimes  frighten  me. 

I  live  in  a  world  where  I  feel  sometimes  happy, 

sometimes  sad; 
I  live  in  a  world  where  I'm  constantly  poorly. 
3ut  I  live  in  a  world  which  you  don't 

understand, 
So  be  patient  and  loving,  and  look  after  me. 
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AMILY  NEWS 


The  wandering  minstrel 


Neil  Farquharson 

offers  some  ideas 

about  employment 

for  deafblind  people 


Employment  for  deafblind 
people  is  a  subject  which 
has  been  discussed  many 
times  and.  I  have  little 
doubt,  will  continue  to  be  a 
major  source  of  interest 
with  Sense  in  the  future.  I 
would  like  to  add  my  own 
thoughts,  based  on  personal 
experience,  and  that  of  my 
son  Murray.  This  is  a  plea  to 
think  of  all  types  of 
employment  in  order  that  the 
person  involved  can  achieve 
not  only  job  satisfaction  but. 
perhaps  something  unique  to 
them. 

When  Murray  left  college  he 
had  gained  a  string  of 
modules  which  showed  a 
range  of  achievement  but  did 
not  point  him  in  the  direction 
of  particular  employment.  He 
attended  RMB's  Alwyn 
House,  for  assessment,  but 
they  were  unable  to 
recommend  him  for  further 
training. 


How  ever  one  comment  that 
they  did  make  was  that  he 
played  the  accordion  very 
well  and  had  entertained  the 
staff  and  other  trainees,  as 
well  as  the  patrons  of  the 
local  pub  in  Ceres.  The 
problem  with  Alwyn  House  is 
that  they  assess  people  for 
specific  types  of  employment 
and.  therefore,  his  musical 
ability  was  not  considered  by 
them. 

Murray  also  had  a  couple  of 
sessions  in  the  Sense 
Scotland  office  in  Glasgow 
when  he  helped  with  office 
work.  This  he  did  with  great 
enthusiasm  but.  when  he 
speaks  of  it.  he  is  more  likely 
to  recall  who  he  met  and 
spoke  to  rather  than  the 
actual  work. 
The  truth  is  that  Murray 
could  probably  find  some 
office  work  he  would  be  able 
to  do  but  it  would  be  work 
that  others  could  do  better 
and  it  would  be  using  his 
secondary  skills. 
His  major  skill  is  his  musical 
ability  and  it  is  this  I  believe, 
he  should  be  encouraged  to 
develop.  Murray  is  a 
"showman'  in  that  he  knows 
how  to  put  over  a  tune  and 
can  announce  his  programme 
with  a  certain  'panache*.  He 
already  plays  at  the  local 
Alzheimer  club,  on  a  weekly 
basis,  and  has  other  regular 
engagements  as  well  as 
playing  at  Sense  houses  in 
Dundee  and  Fife,  for  birthday 
parties  etc.  At  Christmas  he 
is  in  demand  by  local 
hospitals,  old  people's  homes 
and  other  organisations. 
Playing  gives  Murray 
pleasure  and  self  esteem  and 


is  his  way  of  spreading 
happiness  and  putting 
something  back  into  society". 
It  is  not  a  unique  skill  but  it 
is  one  that,  if  properly 
encouraged,  can  allow 
Murray  to  earn  a  little  money 
while  enjoying  himself. 
At  present  the  stipulation  is 
that  Murray,  when  going  to 
play  somewhere,  must  be 
provided  with  transport  to 
and  from  the  venue,  for  his 
safety-  and  the  fact  that  the 
accordion  is  very  heavy.  We 
have  not  looked  for  payment 
and  Murray  is  happy  to  get  a 
cup  of  tea  and  a  cake,  but 
some  people  have  given  him 
tokens,  cans  of  beer,  and 
even  money.  That  way  they 
feel  that  they  can  ask  him 
back. 

WTiether  Murray  continues  to 
play  occasionally  or  become 
a  working  musician,  only 
time  will  tell,  but  my  point  is 
that  we  should  be  looking  to 
get  deafblind  people  into 
work  which  suits  them  and 
uses  their  skills.  Someone 
doing  a  job  they  can  do  well 
is  more  likely  to  enjoy  it  and 
feel  better  about  themselves 
because  of  it.  I  am  aware  that 
Murray  has  an  obvious  skill 
but  the  fact  that  we  may  have 
to  dig  deep  to  find  skills 
should  not  be  a  deterrent. 
Only  last  week  the 
government  announced  that 
the  New  Deal  would  be 
extended  to  take  in  young 
people  who  wish  to  be  self- 
employed.  Perhaps  Murray 
will  pick  up  on  that  idea  and 
become  a  wandering 
minstrel. 
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Waving  not  drowning 

by  Janet  Mearns,  Network  Co-ordinator,  Children  with  Disabilities  Project,  PARENTS  AT  WORK 


'Everyone  thinks  I'm  mad 
but  I've  had  enough  of 
going  back  to  work',  and 
'I  don't  work  for  the 
money.  I  work  because  it 
keeps  me  sane'  are  typical 
quotes  from  parents  getting 
in  touch  with  PARENTS  AT 
WORK'S  children  with 
disabilities  project. 

Again  and  again  I  hear 
about  social  workers  and 
health  professionals  who 
assume  that  a  parent, 
probably  a  mother,  is  always 
available  without  notice.  I 
hear  of  parents  who  are 
anxious  that  if  their  employer 
knows  about  their  caring 
responsibility  it  will  be  the 
end  of  their  promotion 
prospects  or  even  their  job 
and,  perhaps  top  of  the  list, 
the  lack  of  affordable 
childcare. 

The  project  produces 
Waving  not  drowning,  a 


quarterly  newsletter,  which 
has  information  and  is  a 
forum  for  working  parents  of 
children  with  disabilities  to 
share  their  experiences,  good 
and  bad.  It  welcomes  letters, 
articles  and  cartoons.  Among 
many  positive  stories  are  the 
family  whose  childminder's 
own  children  make  special 
toys  for  their  daughter  and 
the  manager  who  offered  a 
parent  a  job,  agreeing  that 
she  could  just  work  on  the 
days  that  she  managed  to 
find  childcare. 

One  parent  rang  us 
because  an  after  school  club 
has  agreed  to  be  trained  to 
administer  her  son's 
medication  but  a  social 
worker  said  there  was  a 
blanket  rule  prohibiting  it. 
We  established  that  there  was 
no  such  rule  in  the  area.  Less 
happily  I  heard  from  a 


mother  who  had  to  give  up 
her  part-time  work  when  she 
arranged  for  her  child  to  be 
looked  after,  in  her  own 
specially  adapted  house, 
knowing  that  £60  of 
childcare  costs  could  be 
disregarded  when  she  was 
assessed  for  Family  Credit. 
But  it  has  to  be  registered 
childcare  and  there  is  no 
mechanism  to  register 
childcare  in  your  own  home. 

Anyone  can  have  an  entry 
in  our  national  contact 
directory,  basically  a  list  of 
families  with  a  few  details 
about  each.  The  directory  is 
regularly  updated  and  a  copy 
sent  to  everyone  who  is  in  so 
they  can  get  in  touch  for 
mutual  support. 

In  1997  our  conference 
was  over  subscribed  and  out 
of  it  came  a  report  outlining 
proposals  to  help  the  parents 
of  disabled  children  who 
want  to  work.  We  took  this  to 
government.  PARENTS  AT 


WORK  have  responded  to 
the  Government's  proposals 
for  getting  parents  back  to 
work  -  a  guidebook  to  help 
parents  combine  working  and 
caring  for  a  child  with  special 
needs  is  well  under  way. 
Recently  I  ran  a  workshop  for 
a  local  authority  who  were 
running  a  training  day  for 
childcarers  interested  in 
special  needs.  Perhaps  other 
local  authorities  would  like  to 
follow  suit  and  perhaps  some 
thought  could  be  given  to  the 
care  of  older  children. 

To  receive  the  newsletter 
or  be  in  the  local  directory 
please  contact:  Janet  Mearns 
PARENTS  AT  WORK, 
45  Beech  Street,  London 
EC2Y  8AD.  The  helpline  is 
open  Wednesday  to  Friday 
0171588  0802. 
Fax  0171  628  3591.  If  you  or 
somebody  you  know  would 
like  the  newsletter  on  tape 
please  let  me  know  and  I  will 
arrange  it. 


Sense's  Education  Team  recently 

came  across  an  award  scheme  that  helps 

students  with  disabilities  (including  dual 

sensory  loss)  to  access  further  and 

higher  education  or  training. 

If  you  want  to  find  out  more 

then  please  contact  the  scheme  itself: 

The  Snowdon  Award  Scheme 

22  City  Business  Centre 

6  Brighton  Road,  Horsham 

West  Sussex  RH 13  5BB 
Telephone:  01403-211  252 

Fax:  01403-271  553 

e-mail:  snowaward@aol.com 

Of  course,  Sense's  own  Regional  Advisory 

Service  and  Education  Team  can  provide 

further  information  and  advice. 


A  new  school, 
high  hopes  and 
mixed  feelings 


Jennie  Lewis  is  to  attend 
the  West  of  England  School 
for  Children  with  Little  or 
No  Sight  as  from 
September  1998.  Bristol 
Local  Education  Authority 
has  decided  now  that  she  is 
14  years  old,  they  no  longer 
have  local  provision  suitable 
to  meet  her  needs.  Mixed 


feelings  all  round  about  her 
having  to  go  away  -  her 
needs  will  be  met  but  she 
will  have  a  weekly  residential 
place     something  we  have 
fought  long  and  hard  to 
avoid.  Let's  hope  all  goes 
well  for  us  all. 

Mandie  Lewis 
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Which  Planet? 


The  latest  newsletter  from 
PLANET,  the  organisation 
that  promotes  play  and 
leisure  for  disabled  children 
and  adults,  includes  details  of 
Strobes  -  an  illuminating  ball 
with  strobe  lights  that  are 
activated  on  impact  and 
available  in  toyshops  and 
Asda!  -  and  some  Musical 
Buttons  that  can  be  used  to 
make  a  Musical  Mat. 

They  also  outline  plans 
for  future  publications  to 


include  leaflets  on: 

sensory  stimulation  ideas 
toys  for  children  with 
visual  impairments 
leisure  ideas  for  adults 
with  profound  multiple 
disabilities 
ideas  for  adults  in  a 
multisensory  environment 


If  you  would  like  more 
information  on  PLANET 
and  their  work  then  please 
contact: 

PLANET  Information 
Service 

Cambridge  House 
Cambridge  Grove 
London  W6  OLE 
Tel:  0181-741  4119 
Fax:0181-741  4505 


Alternatively,  they  do 
attend  various  exhibitions 
including: 
17- 18th  October 
A  Multisensory 
Environment  for  Special 
Children  Conference,  taking 
place  in  Birmingham 
(01524-812143) 


Rare  Disorders  Alliance  -  UK 


Sense  recently  became  a  member  of  this  newly- 
formed  Alliance.  It  has  been  set  up  and  is  being 
run  with  support  from  Contact  a  Family. 

The  broad  purpose  of  the  Alliance  is  to 
promote  the  well  being  of  families  and  individuals 
in  the  UK  affected  by  any  type  of  rare  disorder. 

Some  of  the  issues  that  have  been  highlighted 
by  members  so  far  include: 

•  late  diagnosis 

•  little  patient-friendly  information 

•  difficulty  in  identifying  the  considered  'expert' 

•  contact  with  other  families  hard  to  achieve 

•  finding  out  if  current  research  is  being 
undertaken 

•  raising  awareness  among  professional  workers 
of  the  differing  conditions 

•  the  importance  of  support  networks  for 
parents. 

As  Carol  Youngs,  of  Contact  a  Family  and  the 
Alliance,  said  at  the  launch,  'Rare  Disorders  are 
little  known  health  conditions  that  are  generally 
misunderstood,  poorly  investigated,  and  often  left 
with  no  remedy.  [It  is  recognised]  that  the 


knowledge  about  aetiology,  efforts  in 
experimental  and  clinical  research  and  the 
prospect  of  therapeutic  breakthrough  are  scarce, 
even  negligible  for  too  many  of  them'. 

The  Alliance  has  not  for  the  time  being 
adopted  a  strict  numerical  definition  of  what  a 
rare  disorder  is,  but  is  concerned  with  those 
disorders  of  such  low  prevalence  that  special 
combined  efforts  are  required  to  ensure  the  best 
quality  of  life  for  those  affected. 

The  Alliance  should  provide  a  stronger  voice  on 
these  issues  with  government  both  here  and  in 
Europe,  where  rare  disorders  have  a  much  higher 
profile. 

The  views  of  members  of  the  Alliance  will  be 
sought  from  time  to  time  and  I  am  hoping  to 
ensure  that  interested  families  within  Sense  get  a 
chance  to  put  forward  their  views.  More  details 
will  appear  in  Newsleaf,  but  if  in  the  meantime 
you  would  like  some  more  information,  then 
please  get  in  touch. 

Joff  McGill 


30  Talking  Sense  •  AUTUMN  1998 


^^Q^K9 


If  you're  the  parent,  family 
member  or  carer  of  a  child 
or  young  person  with 
sensory  impairments  and 
other  complex  needs, 
Information  Exchange  is 
for  you!  Our  aim  is  to  help 
our  children  and  young 
people  to  access  the  quality 
of  life  they  so  richly  deserve. 
Through  the  magazine  we 


exchange  information  in  an 
accessible  and  unbiased  way 
giving  confidence  to  one 
another  by  challenging  and 
discussing  key  issues  and 
thereby  learning  and 
growing. 

The  magazine  is  compiled 
in  Bristol  and  is  published 
every  March,  July  and 
November.  Our  readers 


(scattered  around  the  globe) 
include  family  members  and 
professionals.  We  welcome  a 
wide  range  of  material  from 
personal  accounts  to  practical 
ideas.  You  don't  have  to  be  a 
professional  writer  to  have 
something  published  in 
Information  Exchange! 


If  you  would  like  to 
subscribe  to  Information 
Exchange,  please  contact 
Ken  Woods  at  53  The  Circuit, 
Cheadle  Hulme,  Cheadle, 
Cheshire,  SK8  7LF 
or  telephone  him  on 
0161-486  6514. 


Here  are  a  couple  of  RAG-BAG  ideas  from  Issue  50: 


Balloon  Faces 

My  daughter  Laura  had  a  great  idea.  She  puts 

flour  into  a  good  quality  balloon  until  it  feels 

full  but  not  stretched.  She  then  seals  the  top 

with  a  knot  and  decorates  the  balloon  with  a 

face,  and  ties  short  pieces  of  wool  over  the  knot 

for  hair.  These  make  great  tactile/stress  relievers. 

You  can  squeeze  them  into  funny  shapes  etc. 

Cost:  a  few  pence 

Made  by:  Laura  Piper 

Available  from:  Woolworths 

From:  Mandi  Piper,  Beccles,  Suffolk 


Lunar  Foam  Bath 

Fill  clear  plastic  containers  with  Boots  lunar 

foam  bath  and  a  small  amount  of  water. 

Seal  well.  These  will  glow  beautifully  in 

Ultra  Violet  Light.  Neat  foam  bath  on  the 

skin  also  glows,  and  washes  off  easily. 

Available  from:  Boots  the  Chemist 

Cost:  65p  for  a  jar 
From:  Sheila  Jenkins,  Cheltenham 


Computer  support 

If  you  are  looking  to  find  suitable  computer  equipment 
and  software  then  a  good  place  to  start  might  be: 

The  Foundation  for  Communication  for  the  Disabled 
Beacon  House 
Pytorel  Road 
West  Byfleet 
Surrey  KT14  6LD 

They  provide  assessments  of  a  person's  computer  skill 

and  needs  and  advice  on  where  to  get  the  appropriate 

equipment. 

Several  Sense  families  have  found  them  very  useful. 
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A  memorable  day  out 


Tracey  Good 

describes  how  she 

recently  enjoyed  a 

day  with  her 

brothers  and  sisters 

who  are  deafblind. 

Free  of  incidents... 

something  for 

everyone...  lots  of 

helpful  support...? 

If  it  all  sounds  too 

good  to  be  true 

then  read  on. 


A  memorable  day  out?  How 
do  I  single  out  just  one? 

Each  family  outing  we  have 
ever  had  the  joy  to  undertake 
has  had  its  own  memorable 
events.  One  does  spring  to 
mind  though,  probably 
because  it  was  fairly  recent 
and  surprisingly  devoid  of 
'incidents'. 

One  fair  day  last  festive 
season,  my  mum  decided  to 
treat  the  whole  family  to  a 
trip  on  Santa's  Express.  So 
Mum,  Mark  and  Gerry  (my 
deafblind  brother  and  sister), 
myself,  three  other  sisters, 
five  grandchildren  and  a  very 
willing  friend  made  our  way 
to  Nene  Valley  Railway,  near 
Peterborough. 


Excitement  mounted  as 
we  were  met  by.... OH 
JOY!... a  huge  queue.  No 
problem  it  seemed.  Everyone 
was  so  impressed  with  the 
steam  train  that  they  barely 
noticed  the  wait.  After  all  the 
grandchildren  were  given  a 
lovely  present  by  Santa  we 
were  led  to  our  very  own 
compartments  by  a  nice  train 
guard. 

The  children  were  fed 
Christmas  treats  by  Santa  and 
the  grown-ups  plied  with  hot 
mince  pies  and  miniature 
bottles  of  sherry  and  Baileys. 
Very  happy  Mark  and  Gerry 
and  young  children  as  well  as 
surprisingly  relaxed  Mums 
all  enjoyed  a  wonderful 


journey  with  the  only 
foreseeable  problem  being 
how  to  get  them  all  off  the 
train.  They  had  thought  of 
everything  though  -  free  ice 
creams  for  all  at  the  exit. 

Trying  to  find  something 
that  all  members  of  our 
family  will  enjoy  and  can 
partake  in  is  usually  difficult. 
Mum  seemed  to  have  done  it 
here  though.  The  mutual 
support  and  general 
enjoyment  by  all  concerned 
led  to  a  memorable  day  out 
for  everyone.  I  recommend  it 
to  all  this  Christmas. 

Tracey  Good 


Family  links  abroad 


In  July.  I  was  lucky  enough  to  spend  some  time  in  Croatia, 
supporting  Sense  International's  work  with  a  partner 
organisation  called  DODIR,  along  with  a  small  team  of 
people  from  Sense. 

DODIR  is  a  relatively  young  association  of  deafblind  people 
and  their  families,  who  had  organised  a  summer  camp  that  was 
part  conference,  part  holiday.  It  was  attended  by  deafblind 
people,  their  families  and  supporters,  interested  professionals, 
teachers  and  children. 

Our  role  was  to  work  in  partnership  with  DODIR,  take  part  in 
the  summer  camp  and  explore  ways  we  could  work  in  the  future. 

It  was  a  truly  inspiring  week.  Among  the  many  wonderful 
people  that  I  met  was  a  family  with  a  young  girl  who  is 
deafblind.  She  is  4  years  old  with  a  profound  dual  sensory 
impairment.  At  the  moment  her  parents  are  exploring  ways  that 
they  can  further  their  child's  education  and  development.  They 
are  also  looking  to  make  contact  with  other  families  whose 
children  have  been  born  deafblind     something  they  have  not 
yet  managed  to  achieve  within  Croatia. 

Although  they  are  making  links  with  an  organisation  in  Italy 
(which  borders  Croatia)  I  did  say  that  I  would  sec  if  there  are 


any  families  in  the  UK  who  would  similarly  like  to  make 
contact  with  them.  This  could  either  be  by  post,  or  preferably 
via  the  internet  and  e-mail. 

If  you  arc  interested  in  exploring  this  further  then  please 
contact  me  at  Sense  Head  Office  (0171  272  7774, 
11-13  Clifton  Terrace,  London,  N4  3SR). 

Joff  McGill 
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Branch  News 


Sense  Cymru 

When  folk  from  North  Wales 
met  in  Rhyl  for  the  Family 
Day  in  May  it  was  agreed 
that  families  do  not  want  to 
form  a  separate  branch  at  this 
stage,  but  that  they  would 
like  to  meet  together  on  a 
regular  basis  for  'food, 
fellowship  and  fun'. 

We  all  felt  that  the  group 
needed  a  co-ordinator,  and 
that  the  task  of  this  person 
would  be  eased  if  everyone 
was  prepared  to  help  in  some 
way.  Since  then  there  have 
been  some  wonderful  offers 
of  help  in  raising  funds  and 
awareness,  and  now  at  last  we 
have  our  co-ordinator  for 
North  and  Mid  Wales  in  the 
person  of  Wendy  Savoia. 

Wendy  lives  in  Newtown 
and  is  the  mother  of  six-year- 
old  Paul,  who  is  visually 
impaired  and  has  learning 
disabilities.  She  will  be 
assisted  by  her  daughter 
Susan,  who  is  studying  for  a 
career  in  the  caring 
professions. 

The  next  get-together  for 
the  North  Wales  'Circle  of 
Friends'  will  be  at 
Llandudno  Junction  on 
Saturday  October  3rd,  when 
we  plan  to  meet  for  lunch, 
chat  and  to  experience  some 
aromatherapy  and 
reflexology. 

Meanwhile,  in  the  South 

We  held  the  Annual  General 
Meeting  at  Caerphilly  in 
May,  when  as  usual  the 
formalities  were  completed 
as  quickly  as  possible  so  that 
we  could  get  down  to  the  real 
business  of  enjoying  a  meal 
together. 


Then  on  June  27th  we 
met  at  Dinas  for  the  Summer 
get-together,  when  we  were 
delighted  to  welcome  Peggy, 
Robin  and  Pauline  Freeman 
who  travelled  from 
Nottingham  to  be  with  us. 
Another  very  welcome  guest 
was  THE  SUN  (only  rarely 
seen  this  summer),  which 
arrived  as  a  special  tribute  to 
Peggy  as  Sense  Cymru 
helped  her  to  celebrate  her 
80th  birthday  yet  again! 

North  West  Branch 

A  social  evening  held  on  July 
6th  went  very  well  and  raised 
£350,  half  of  which  is  being 
donated  to  RNID  Richardson 
House. 

The  next  meeting  of  the 
branch  takes  place  on 
September  1st. 

On  a  personal  level  it  has 
been  a  busy  time  for  Jack  and 
Brenda  Carter.  Their  first 
grand-child  was  born  in  April 
and  a  second  is  due  in 
September.  On  June  20th 
they  celebrated  their  40h 
wedding  anniversary  and 
their  daughter,  Jane  got 
married  on  the  same  day 

Congratulations  to  them 
all!! 

South  Coast  Branch 

The  branch  held  meetings  in 
June  and  July,  with  another 
meeting  having  taken  place 
early  in  September. 

Last  December  a  meeting 
was  held  jointly  by  the 
branch,  social  services  and 
the  voluntary  sector  to 
discuss  dual  sensory 
impairment.  A  follow  up 
meeting  is  planned  for  23rd 


September.  No  agenda  has 
been  agreed  yet. 

The  Branch  have  also 
organised  two  successful 
communication  evenings  for 
people  taking  BSL  Stage  2 
exams,  in  response  to 
members  who  asked  for 
some  practice  sessions.  All 
participants  enjoyed  the 
sessions  and  two  branch 
members  went  on  to  pass 
their  BSL  Stage  2  exams. 

Essex  Branch 

New  Appointment 
We  have  been  pleased  to 
welcome  Jim  Black,  Sense 
South  East  Services 
Manager,  covering  Essex, 
Beds,  and  Herts.  He  is 
proving  to  be  very 
knowledgeable  and 
informative  and  has  already 
met  many  key  people  in  the 
Essex  Social  Services. 

New  Committee 
Four  of  our  committee 
members  have  resigned  for 
external  reasons,  (and  seem 
to  be  doing  more  for  us  than 
ever!)  In  their  place  we  are 
pleased  to  welcome  Louise 
Goddard,  our  new  secretary, 
Ron  Langridge  and  Elizabeth 
Scarlett,  both  with  dual 
sensory  disabilities  and 
Patrick  Smythe,  our 
Membership  Secretary.  We 
are  now  planning  our  fourth 
year's  programme. 

3rd  AGM 

At  our  third  AGM  the 
speaker  was  Magnus  Walker, 
Eastern  Regional  Senior 
Training  Officer,  Guide  Dogs 
for  the  Blind  Association, 


whose  humorous,  informative 
address  was  well  received  by 
the  69  people  present. 

County  Planning  Group 
For  Deafblind  People 

Social  Services  (SS)  are 
working  with  Sense, 
Deafblind  UK  (DBUK)  and 
RAD  (Royal  Association  for 
Deaf  People)  with  the  aim 
of  involving  users  in  the 
decision  making  process 
about  the  needs  of  deafblind 
people.  Annette  Bodsworth, 
one  of  our  members  with 
Ushers  Syndrome  (Type  2), 
is  co-Chair! 

Steering  Group  For 
Projected  New  Post  Of 
Development  Officer  For 
Deafblindness 

SS,  DBUK  &  Sense  are 
implementing  this  new  post, 
funded  by  the  Department  of 
Health  (Section  64).  All  three 
have  agreed  to  part-fund  the 
Project,  with  Jim  Black 
securing  funding  from  Sense. 
The  branch  has  been  involved 
in  the  Steering  Group  working 
out  the  detailed  planning. 

Sensory  Teams 

Now  that  Essex  CC  has 
lost  a  fifth  of  its  revenue 
to  Southend  and  Thurrock 
Unitary  Authorities,  the  five 
sensory  teams  have  been 
reduced  to  three  -  one  for 
children  and  two  for  adults. 
However,  a  post  for  a  worker 
with  deafblind  people  has 
been  created,  and  is  being 
shared  by  two  social  workers 
for  deaf  people.  (This  is  in 
addition  to  the  above 
mentioned  post.) 
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RANCH  NEWS 


Deafblind  awareness 
training  for  staff  in  Essex 
CC  residential  homes  for 
older  people 

Branch  members.  Sense, 
DBUK.  RAD  and  Guide 
Dogs  for  the  Blind 
Association  were  involved  in 
a  training  day  attended  by  38 
Counr\-  Managers  of  Essex 
County  Council  Homes  For 
Elderly  People.  Four  days  are 
being  arranged  around  the 
county  to  reach  key  staff 
from  all  the  homes  for  older 
people  by  the  end  of  this 
year. 

Fundraising 

Inner  Wheel.  Harlow  has 
decided  to  make  Essex 


branch  their  charity  for  the 
year.  Their  President  received 
a  Sense  national  appeal  letter, 
phoned  Rodney  Clark,  who 
gave  her  our  details. 
Excellent! 

Sense  International 

Having  spotted  an  article  in 
the  local  newspaper,  we 
learnt  that  two  climbers  from 
Essex  are  planning  to  join  the 
Trek  to  the  Himalayas  to 
raise  funds  for  Sense 
International.  We  have 
contacted  them  both  and  are 
pleased  to  hear  that  they  have 
secured  the  necessary 
sponsorship. 


Meeting  our  members 

The  Branch  has  had  such 
wonderful  support  from 
workers  in  the  voluntary 
and  statutory  sectors  but  we 
have  felt  the  need  to  hold  a 
meeting  specifically  for 
those  of  our  members  who 
are  deafblind  and  their 
families/carers. 

In  March  we  met  to  hear 
what  they  had  to  say,  what 
their  needs  were  and  how  the 
Branch  could  help.  A  report 
of  all  their  remarks  has  been 
written,  circulated  to  our 
deafblind  members  and  is 
now  being  acted  upon. 

We  planned  a  day  out  in 
September.  Our  newly 
appointed  secretaries,  Louise 


and  Ron  Langridge,  and  one 
of  our  deafblind  committee 
members  planned  the  event, 
including  looking  at  Hyde 
Hall,  one  of  The  Royal 
Horticultural  Society 
gardens,  as  a  possible  venue. 

And  finally 

One  of  our  deafblind 
members,  an  ex-soldier,  was 
introduced  to,  and  was  able 
to  feel,  a  9  foot  long,  6  foot 
high  polar  bear  being  carved 
in  wood,  to  be  an  Army 
Divisional  War  Memorial, 
an  interesting  experience 
for  him. 
It  all  happens  in  Essex! 


Branch  Profile 


Name  of  the  Branch: 

Yorkshire  Branch 
When  the  branch  formed: 
The  current  branch  was  established  in 
1988.  There  has  always  been  a  Sense 
presence  in  Yorkshire  though  -  Sylvia 
Hutchinson  and  her  late  husband  Jack 
were  one  of  the  very  first  Sense  families. 
W  hat  area  does  the  branch  cover: 
The  whole  of  Yorkshire.  We  are  lucky 
we  have  very  close  links  with  the  North 
West  Branch  and  if  anyone  in  the  North 
hast  would  like  to  contact  us  they  would 
be  more  than  welcome. 
\\  ho  is  it  for: 

fall  or  short,  slim  or  not  so  slim,  young 
or  mature,  male  or  female     PEOPLE. 
All  we  ask  is  a  genuine  interest  in  the 
welfare  of  deafblind  people  of  all  ages 
and  their  families. 

Outline  the  purpose  of  the  branch: 
TO  BE  1 1 II. PI     However  we  are  needed, 
on  the  other  end  of  a  phone,  in  person, 
through  a  note  or  a  letter     in  the  good 
times  as  well  as  the  not  ,<>  good!  We  may 
not  be  able  to  wave  a  magic  wand  but  we 
can  listen. 


What  would  you  like  to  see  the  branch 
doing  this  year: 

Well,  this  is  our  tenth  birthday  year,  so 

having  a  really  happy  birthday  party  is 

high  on  the  list,  but  we  would  also 

somehow  like  to  find  a  way  of  getting 

more  people  together  more  often  and  it 

would  be  good  to  see  a  revival  of  our 

Newsletter. 

How  do  you  stay  in  touch  with  the 

branch's  members: 

Mainly  by  phone!  but  also  through 

meetings. 

Name  three  vital  ingredients  that 

make  up  the  Branch: 

The  people,  the  humour,  and  each  other's 

understanding  that  we  are  all  human,  not 

superhuman. 

What  one  thing  would  improve  the 

running  of  the  branch: 

More  time. 

Most  memorable  branch  moment: 

The  news  that  Bob  Snow  was  to  work  in 

the  North. 

Most  embarrassing  moment: 

I  his  took  place  during  a  visit  by  HRH 

1  he  Princess  Royal.  We  were  so  proud 


that  the  profile  of  Sense  in  the  North 

was  being  raised  and  the  lady  in  charge 

of  the  cloakroom  was  loudly  singing  the 

praises  of  the  good  'we'  all  did.  'Yes, 

you  really  are  a  nice  bunch  of  people' 

she  continued  well  heads  do  begin  to 

swell  don't  they?  'I've  always  had  a  lot 

of  time  for  you  people  -  it's  a  wonderful 

charity,  Save  the  Children...' 

What  would  you  like  to  see  Sense  do 

that  it  does  not  do  already: 

In  a  perfect  world...  ALL  deafblind 

people  and  their  families  would  know 

about  and  have  access  to  Sense,  but  this 

is  reality  so...  Could  we  have  some  of 

information  leaflets  translated  into  some 

of  the  community  languages. 

What  would  you  most  likely  hear  said 

at  a  branch  meeting: 

If  only  more  people  knew  about  Sense 

and  the  branch. 

What  would  you  least  likely  hear  said 

at  a  branch  meeting: 

Sorry,  you  can't  come  in,  the  room  is 

full. 
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OUT  AND  ABOUT 


Damian  on  the  move 

Lynn  and  Malcolm  Scott-Reid  write: 

Damian  Scott-Reid,  aged  24,  who  has  lived  at  Flat  6  at  the  Princess 
Royal  Centre  for  the  last  six  years  is  moving  on!  He  is  going  to  one 
of  Sense's  group  homes  at  Grove  Road,  Kings  Heath,  where  he  will  be 
living  with  three  other  people  of  similar  age  and  ability.  He  will  get  more 
help  with  communication  and  living  skills,  and  will  have  a  nice  sunny 

room  of  his  own  where  he  can  have 
his  own  space. 

The  plan  is  to  help  him  move 
gradually  to  help  him  settle,  and  his 
keyworker  Koti  will  be  going  with  him 
to  help  with  this.  Malcolm  and  I  wish 
him  luck  in  his  new  home  and  hope  he 
will  settle  quickly  -  he  is  certainly 
getting  lots  of  support  and  love. 


We  wish  him 


every  luck  in  his  new 


home 


Damian  and  his  father 


Taking  the 
high  road 


Congratulations  to  Stephen  Joyce  who  gained  a 
Bsc  (Hons)  degree  in  Information  Systems  from 
Derby  University  last  year.  Stephen,  who  has  Usher 
syndrome,  started  his  education  at  the  Ewing  School 
in  Nottingham  at  the  age  of  three,  and  when  he  was 
nine  years  old  transferred  to  St  John's  School, 
Boston  Spa,  Yorkshire.  He  gained  his  Btec  National 
Diploma  in  Computer  Studies  at  Derby  Tertiary 
College,  Wilmorton  in  1993  and  last  year  achieved 
his  ambition  of  gaining  his  degree  and  starting  work. 

With  his  wife  Tracy,  he  has  set  up  home  in 
Scotland  where  he  works  for  Deafblind  UK 
(Scotland)  as  the  project  worker  for  Usher  syndrome. 


In  a  wuvverly 
Welsh  garden, 


TV  botanist  David  Bellamy,  famous  for  foraging  in  gardens, 
teamed  up  with  Sense  Cymru  to  learn  how  deafblind  people 
enjoy  sensory  gardens  for  a  new  BBC  series. 

Filming  took  place  on  a  windswept  hilltop  farm  near 
Fishguard  in  west  Wales  with  a  group  of  people  including 
Lydia  Thomas  (right)  who  is  partially  sighted  and  Maureen 
Reinhordt  who  is  deaf. 

The  programme  will  be  screened  as  one  of  the 
six-part  Welsh  Herbal  series  on  BBC2  Wales  next  February. 
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FUNDRAISING 
AND  TRADING 


/  would  like  to 


feel  that  even  when 


I  die  I  have  a  stake 


in  the  future 


Where  there's  a 

Since  Sense's  first  Legacy  Officer  was  appointed  last  June  last  June, 
there  have  been  a  number  of  achievements,  including  an  18.5%  increase 
in  the  number  of  legacy  pledges,  and  the  formation  of  a  Legacy 
Development  Group. 


Jessica  Hills 


Our  Chairman,  Jessica  Hills,  is  a  keen  member 
of  the  Legacy  Development  Group  which  acts 
as  a  'think  tank'  to  support  the  Legacy 
Officer's  role.  Jessica  has  given  the  legacy 
campaign  a  vital  kick  start  by  pledging  a  legacy 
to  Sense  in  her  Will.  Talking  Sense  interviewed 
Jessica  recently  to  find  out  why  she  considered  a 
legacy  to  Sense  was  important. 

Why  is  legacy  income  so  important  to  Sense? 

Because  it  enables  us  to  plan  for  the  future.  If  you 
know  that  there's  going  to  be  some  money  coming 
in  the  future  then  you  can  begin  to  think  about 
what  you're  going  to  with  that  money  and  some 
of  the  many  things  that  actually  need  to  be  done, 
you  can  actually  plan  for. 

What  do  you  believe  the  future  holds  for 
Sense? 

Oh,  a  tremendous  amount.  There's  so  much  that 
still  needs  to  be  done  both  with  children  and 
families  and  for  the  vast  numbers  of  people  who 
go  deafblind  in  their  old  age.  People  with  Usher 
need  support  during  their  family  and  working  life 
and  for  the  young  people  as  they  change  between 


their  schooling  and  go  on  further  education  or 
training  ...  There's  so  much  to  be  done,  that  we 
have  to  go  on  with  it! 

How  do  you  believe  Sense  can  help 
deafblind  people  in  the  future  in  particular... 
What  are  the  key  areas  that  stand  out  for  you? 

We  already  have  a  lot  of  residential  services  and 
this  provides  full-time  service  for  deafblind 
people.  Now  it  may  be  that  some  in  the  acquired 
deafblind  or  elderly  deafblind  community  will 
also  need  this  kind  of  residential  service;  and 
that's  something  which  will  be  totally  new.  So 
there  are  services  that  we  need  to  look  at  but  there 
are  also  a  lot  of  people  that  we're  finding  who 
don't  necessarily  want  to  come  into  residential 
services  who  need  intervenors.  That's  certainly 
an  expanding  area  which  enables  people  to  be 
supported  in  their  own  homes,  at  their  work 
places,  in  their  adult  placements  and  enables 
people  to  carry  on  with  their  lives  -  instead  of 
necessarily  having  to  change  them  radically  by 
moving  into  residential  accommodation.  It  keeps 
their  families  in  contact  with  them  because  they 
can  perhaps  live  closer  to  home  or  live  at  home 
if  that's  what  the  family's  and  the  deafblind 
person's  wish. 

Why  did  you  decide  to  leave  a  legacy 
yourself? 

Well,  I've  been  involved  with  Sense  for  a  long 
time  now.  I  would  like  to  feel  that  even  when  I  die 
I  have  a  stake  in  the  future.  Something  that  I  have 
saved  in  my  life  can  actually  enable  deafblind 
people  in  the  future  to  do  something,  make 
something  of  their  lives. 

We  often  avoid  thinking  about  making  a 
will,  or  don't  how  to  go  about  it.  Some 
people  might  think  it  is  morbid  -  do  you? 

No,  not  at  all  -  it's  just,  it's  another  part  of 
planning  of  your  life.  Most  people  have  families 
that  they  want  to  plan  for;  they  want  to  enable 
their  own  children  and  family  members  and 
friends  to  have  things  that  perhaps  they  are  not 
able  to  get  for  themselves.  But  also  there  are  other 
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will! 


Help  us  to  plan  a  future  for  deafblind 
people 

people  who  also  need  funds  and  need 
money  to  enable  them  to  do  things,  and 
deafblind  people  are  clearly  amongst 
those  because  there  are  so  many  that  are 
not  able  to  plan  for  their  own  futures; 
but  we  can  help  to  plan  for  them. 

So  you  would  encourage  others  to 
do  the  same? 

Absolutely,  and  Sense  can  help.  And  I 
think  families  of  deafblind  people  also 
need  to  know  that  there  is  someone  to 
help  them  plan  for  the  future  of  their 
deafblind  child  or  adult. 

Often  people  don't  know  where  to 
turn  when  they  are  looking  for 
advice.  Sense's  Legacy  Officer  Irene 
Handley  can't  answer  legal 
questions  but  she  can  point  people 
in  the  right  direction.  Would  you 
encourage  people  to  seek  her  out? 
Absolutely,  I  know  that  she  is  available 
for  people  when  they  want  help.  I  would 
encourage  anybody  to  go  to  her  to  find 
out  the  best  place  to  go  to.  She's  not 
going  to  be  able  to  help  them  make  a 
will,  or  decide  for  them,  but  she  can  give 
them  advice  on  how  to  go  about  it,  and 
the  right  people  to  see. 


If  you  want  further  information 
on  leaving  a  legacy  to  Sense,  or 
making  your  Will,  you  can  contact 
Irene  Handley,  our  Legacy  Officer 
on  her  direct  line  01273  679492. 


Celebrity  friends  Alan  Titchmarsh, 
Nicholas  Parsons  and  Antony  Worrall- 
Thompson  helped  to  raise  Sense's 
profile  at  the  Chelsea  Flower  Show 


Calling  Sense 
celebrity  friends! 

Sense's  Fundraising  and  Communications  Department  is  recruiting  celebrities 
across  the  UK  to  help  raise  Sense's  profile  and  and  attract  sponsors.  Many 
funding  networks  and  businesses  will  raise  funds  for  charities  who  can  guarantee 
celebrity  involvement.  For  example,  the  Chelsea  Flower  Show  was  a  great  opportunity 
to  attract  celebrities  known  to  enjoy  gardening. 

If  you  know  of  any  celebrities  in  your  area  who  might  be  interested  in  Sense  -  for 
instance  if  they  live  near  a  Sense  project,  or  have  a  personal  link  with  deafness,  or 
visual  impairment  -  or  if  you  feel  that  some  celebrity  involvement  would  benefit  your 
service,  area  of  work  or  a  particular  event  you  are  planning,  please  contact  Alice 
Garnett  -  Fundraising  and  Communications  Development  Manager  at  Finsbury  Park. 

Temp  and  Contract  Work 
Show  supports  Sense 

In  mid  October,  Sense  was  the 
beneficiary  charity  of  the  1998 
Temp  and  Contract  Show  at  which 
Sense  promoted  the  newly-launched 
employment  project  'New 
Opportunties  in  Working  Life  for 
Deafblind  People'.  This  is  a 
transnational  initiative,  part-funded 
by  the  European  Social  Fund  which 
aims  to  improve  training  and  open 
employment  doors  for  deafblind  people 
-  see  page  1 1  for  the  full  story.  The 
show  was  staged  by  the  organisers  of 
the  'Independent  Travellers  World' 
(ITW)  shows  held  in  England  and 
Scotland  each  year. 


Supporting  employment  opportunities  for 
deafblind  people 


Stop  press ! 

Wragge  &  Co.  reach  the  summit 

News  has  just  reached  us  that  Birmingham  Solicitors'  firm,  Wragge 
and  Co.  have  raised  a  staggering  £100,000  from  Sense's  Himalaya 
Trek.  For  the  full  story  about  the  trek,  see  the  next  Talking  Sense. 
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SENSE  PEOPLE 


Margaret 
Beattie 


A  tribute  to  Margaret  Beattie  who  died  recently. 

Margaret  ran  the  Midlands  Branch  for  many  years,  and 
was  a  valued  member  of  the  Sense  family.  Her  friend 
Christine  Taylor  writes: 

The  Margaret  I  knew  was  a  good  friend  and  confidante.  She 
was  the  first  mother  of  a  Rubella  handicapped  boy  that  I  met  - 
her  son  Rob.  and  my  own  son  Paul  are  similar  ages.  We  met  at 
The  Family  Centre  in  Ealing  in  March  1993,  and  Margaret's 
bubbly  laugh  and  practial  attitude  to  life  struck  me  at  first,  and 
remained  throughout  our  friendship.  Our  families  were  part  of 
the  first  Family  Weekend  Group,  under  Lindy  Wyman's 
direction. 

We  had  long  intimate  chats  into  the  early  hours,  glass  of 
wine  in  hand.  I  remember  a  certain  signing  class,  when  Ian, 
Margaret's  husband  had  his  arm  in  plaster,  and  the  laughs  we 
all  had  because  he  couldn't  sign  properly. 

Paul  and  Rob  went  to  Whitefield  School  within  a  year  of 
each  other.  Margaret  was  so  worried  about  Rob,  and  I  used  to 
phone  her  and  say,  'I've  seen  Rob  and  he  seems  ok.'  Paul  and 
Rob  were  classmates  for  the  last  four  years  of  their  school  days. 
Whenever  I  saw  her  on  a  Monday  morning,  dropping  Rob  off  at 
school,  she  was  always  in  a  rush,  but  being  Margaret,  she 
always  had  time  for  a  chat. 


As  the  years  went  by,  we  saw  each  other  less,  but  I  always 
knew  that  if  I  needed  to  talk  to  a  friend  Margaret  was  always 
there,  at  the  end  of  the  phone,  willing  to  listen  and  offer  advice. 
Ian,  Rob  and  Katherine  Beattie  write: 
We  would  like  to  thank  all  at  Sense  who  have  been  so 
supportive  since  Margaret's  death. 

Special  thanks  to  Sense  West  who  gave  Rob  a  respite  place 
and  to  the  holiday  team  who  gave  him  a  week's  holiday,  both  of 
which  he  enjoyed  and  gave  Katherine  and  me  time  to  reflect 
and  come  to  terms  with  Margaret's  death.  Sense  is  truly  a 
family  association,  caring,  responsive  and  above  all,  supportive. 
Our  thanks  and  sincere  appreciation  to  everyone  for  the  many 
kind  expressions  of  sympathy  that  we  have  received. 


Miss  Dorothy  Bettany-Hand  1904-1998 


It  is  with  sadness  that  I  tell  Talking 
Sense  readers  about  the  death  on  May 
16th  of  a  very  fine  and  spirited  lady  - 
Dorotb)  Bettany-Hand.  You  may  have 
read  the  article  about  her  in  TS 
recenth  and  read  one  of  her  poems. 

She  never  liked  her  age  to  be 
referred  to.  and  I  can  see  her  expression 
as  I  divulge  (publicly!)  that  she  was 
born  in  1904.  She  was  almost  as  old  as 
our  century  and  had  lived  through  so 
much  change. 

During  the  last  few  months  her 
health  had  increasingly  failed  and  with 
it.  her  small  amount  of  residual  sight. 
She  could  no  longer  read  and  she  felt 
that  loss  more  keenly  than  her  loss  of 
health  and  mobility.  However,  with  the 


assistance  of  Home  Carers,  she  did 
manage  to  retain  her  independent 
lifestyle  to  the  end  and  I  was  very 
grateful  that  I  did  not  have  to  become 
involved  in  a  move  to  residential  care 
for  her,  which  she  did  not  relish. 

I  got  to  know  and  like  her  so  well 
over  the  five  years  I  visited  her 
regularly.  I  always  remember  her 


Her  spirit  was 
always  an  inspiration 


chuckling  as  she  tried  to  improve  my 
ham-fisted  husband's  deafblind  manual 
-  she  was  adamant  that  everyone  should 
know  how  to  use  it  and  always  carried 
the  cards  with  her!  I  will  miss  her  very 
much;  her  spirit  was  always  an 
inspiration,  and  an  encouragement  to  do 
just  that  bit  more,  go  the  extra  mile. 
Dorothy's  life  could  teach  us  so  much, 
and  she  will  be  remembered  for  her 
bequest,  to  set  up  a  trust  fund  to  buy 
and  maintain  a  home  and  support  for  a 
deafblind  elderly  person. 

Philippa  May,  her  friend,  and 
Regional  Advisory  Officer  in  the 
South  West. 
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Notice  Board 


Rodney  Clark  models  the  red  and  white  cane  tie. 

Red  and  white  cane  ties! 

If  you  have  been  searching  for  an  elegant  tie  that 
also  raises  awareness  of  the  red  and  white  cane, 
then  your  search  is  over!  Lord  Clifford  of 
Chudleigh  has  produced  at  his  own  expense, 
a  series  of  ties  in  green,  navy  blue,  and  maroon 
with  red  and  white  cane  motifs.  The  ties  cost 
£5  each,  or  three  for  £12,  with  all  proceeds 
going  to  Sense. 

For  details,  contact  Lord  Clifford,  Ugbrooke 
Park,  Chudleigh,  Devon,  TQ13  OAD. 


O 


A  big  thanks  to  UK  Paper 

&J    This  Talking  Sense  has  been  printed  on  paper 
donated  by  UK  Paper  at  this  year's  Printing 
World  Awards  Ceremony  in  July  -  which  raised 
£9,000  for  Sense. 


BAG  BOOKS 

Story-packs  for  children  with  profound 
learning  disability  and  multisensory 
impairment 

Each  pack  contains  a  story  -  board  and  cards  to  which 
are  attached  a  material  or  object  for  the  child  to  touch, 
hear  or  smell  as  the  story  unfolds. 

For  further  information  telephone  or  fax: 
0171-385  4021 


Shorex  Ltd  have  donated  a  free  stand  to  Sense  at  this 
year's  International  Money  Show 


Money  Show 

Make  the  Most  of  your  Money 

Visit  SHOREX  98  -  The  International  Money  Show  and  meet  financial 
service  providers  from  all  over  the  world  to  learn  how  to: 


•  Cut  your  Tax  Bill 

•  Achieve  Higher  Returns  on  your  Investments 

•  Find  the  Right  Pension,  Mortgage  and  Life  Assurance 

•  Protect  your  Assets 

•  Pay  Less  Inheritance  Tax 

20  -  22  October 
Business  Design  Centre 

52  Upper  Street,  Islington,  London  Nl 


Information  telephone  number:  01  #1    482   1000 


© 


Anyone  can  learn  signing 

The  latest  video  to  be  produced  by  Sense  East  staff  and 
students  is  a  training  video  called  'Anyone  Can  Learn  Signing'. 
The  video  stars  TV  personality  Dave  Benson-Phillips,  who 
demonstrates  groups  of  basic  signs  with  the  help  of  students 
and  staff  at  Sense  East. 

The  video  lasts  for  34  minutes,  and  Dave's  fun  presentational 
style  makes  it  entertaining,  as  well  as  educational. 

Copies  of  the  video  are  now  available  from:  Rayna  Glasspole  at 
Sense  East,  72  Church  Street,  Market  Deeping,  Peterborough, 
PE6  SAL,  price  £19.95  plus  postage  and  packaging. 


O 


Leonard  Cheshire  Awards 

Disability  charity  Leonard  Cheshire  is  asking 
for  entries  from  disabled  people  for  its  Enabled 
Awards.  The  national  awards  scheme  aims  to 
highlight  the  people  and  organisations  which 
disabled  people  regard  as  the  best.  If  you  want 
to  nominate  a  person  or  organisation  which  has 
enabled  you  to  achieve  your  goals  call 
0845-606  5050  for  a  nomination  leaflet 
Closing  date:  2  November. 
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Happy  birthday 

to  the  Grandmother  of  the 

deafblind  world! 


Ithe  gallant 


Deafblind  people,  their  families,  and  friends 
of  Sense  came  together  in  June  to  celebrate 
Peggy  Freeman's  80th  birthday. 

In  1953  Peggy  and  Peter  Freeman's  fourth 
child,  Bunty,  was  born  rubella  damaged  with 
cataracts,  a  heart  lesion  and  severely  deaf. 

Little  help  was  available  for  parents  of 
deafblind  children  in  those  days 
but  fortunately  Wendy  Galbraith, 
a  teacher  of  deaf  children  in 
London  had  come  across  a  few  of 
different  ages  and  arranged  for 
Peggy  to  meet  the  others,  saying 
that  it  was  a  pity  that  there  was  no 
association  for  parents  of  children 
like  theirs.  Peggy  immediately  took 
up  the  challenge  with  Margaret 
Brock,  one  of  the  other  parents 
and  Sense,  or  rather  the  Rubella 
Group  was  born. 

For  20  years  the  group  grew  as  a  voluntary 
organisation.  Peggy  and  the  other  families  and 
the  professionals  who  supported  and  worked 
with  them  wrote  to  and  visited  each  other, 
exchanged  ideas,  campaigned  with  the 
Government,  schools  and  local  authorities  for 
recognition  of  deafblindness  and  for  services 
for  their  children. 

Peggy  herself  trained  to 
be  a  teacher  so  that  she 
could  work  with 


deafblind  children  at  Hither  Green  in  London. 
The  experience  she  and  other  families 
developed  between  them  became  the  books 
Peggy  wrote  for  families  about  the 
development  of  deafblind  babies  and  children. 
When  Peggy  retired  she  continued  to  take 
an  interest  in  all  Sense's  affairs  and  in  the 
international  work  in  which 
she  was  much  involved  in  early 
days,  promoting  the  involvement 
of  families  in  the  international 
conferences.  Two  years  ago  she 
went  to  the  European  Parent's 
Conference  where  she  was  greatly 
revered  and  called  the 
'Grandmother  of  the  Deafblind 
World'. 
We  celebrated  Peggy's  80th. 
birthday  at  the  Advisory  Council 
Meeting  in  June.  At  the  wonderful 
party  were  many  of  those  first  parents  and 
Wendy  Galbraith.  Also  with  her  were  one  of 
her  sons  and  his  wife  and  deafblind  people 
from  Sense  South  West  and  their  carers.  We 
all  celebrated  this  wonderful  lady  without 
whose  strength  and  courage  there  would  be  no 
Sense  today.  We  thank  her  for  what  she 
and  Peter  and  the  other  families  did 
and  wish  her  a  very  happy  birthday 
and  many  more  happy  years  to 
come. 


-:* 
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Peggy  Freeman  (right)  with 

Jessica  Hills  and  Rodney  Clark 

at  her  80th  birthday  party 
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Putting  the  user  centre  stage 

One  of  the  most  heartening  things  about  Sense, 
and  many  other  voluntary  organisations  across  the 
UK,  is  that  their  work  is  constantly  developing  and 
evolving.  New  ideas,  fresh  approaches,  and  a 
constant  striving  for  better  quality  services  are 
typical.  High  on  the  list  of  these  new  initiatives  is 
that  the  people  who  use  services  should  be  much 
more  involved,  and  have  a  bigger  say  in  how 
organisations  are  run. 

When  the  work  of  many  voluntary 
organisations  started,  often  in  the  nineteenth 
century,  the  word  'charity'  had  a  very  different 
meaning.  Anyone  who  received  charity  was 
expected  to  keep  quiet,  and  be  grateful  for  what 
they  had  received.  Sense,  of  course,  is  a  much 
younger  organisation,  with  strong  family  roots  and 
an  active  network  of  local  Branches.  But  there  is 
no  room  for  complacency  -  more  could  be  done, 
and  is  being  done  to  ensure  that  deafblind  people 
and  their  families  are  fully  involved  and  central  to 
all  we  do. 

In  this  issue  we  look  at  a  number  of  new  user 
involvement  initiatives  across  Sense.  People  with 
Usher,  for  example,  are  increasingly  working 
alongside  hearing  and  sighted  colleagues  in  Usher 
Services;  families  continue  to  develop  a  strong 
voice  through  the  Family  Network;  and  advocates 
across  the  UK  are  helping  deafblind  people  to  put 
forward  their  views.  There  are  many  other 
examples  within  Sense,  although  there  is  still 
room  for  improvement,  of  course.  But  rest  assured 
-  Sense's  New  Year's  resolutions  will  include  a 
strong  commitment  to  keeping  user  involvement  at 
the  top  of  our  agenda. 
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Tribute  to  Margaret  White 
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Our  next  issue 

will  focus  on  the  role  of  carers. 
Please  send  your  news,  comments 
and  articles  to  Colin  Anderson  in 
the  Communications  Department 
at  Finsbury  Park  by 


Cover  :  Margaret  Pickess  (left)  who  has 

Usher  2,  working  with  Jan  Rubidge  from  Usher  Services 


29  January  1999 
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Disability  Rights 
Commission  announced 


Sense's  long-standing  campaigns  for  a  commission  with  real 
teeth  to  enforce  civil  rights  for  deafblind  people  and 
improved  disability  benefits  are  at  last  paying  dividends. 

As  announced  in  the  recent  Queen's  Speech,  a  Bill  to 
establish  a  Disability  Rights  Commission  (DRC)  will  be  put 
before  Parliament  this  session.  Benefit  increases  for  the  most 
severely  disabled  (including  large  numbers  of  deafblind  people) 
are  also  on  the  way.  These  include  increases  in  Severe 
Disablement  Allowance  and  the  extension  of  the  mobility 
component  of  Disability  Living  Allowance  to  three-  and  four- 
year-olds  (three  huge  cheers!) 

But  it  is  not  all  good  news.  The  DRC's  effectiveness  will 
depend  on  how  well  it  is  funded  -  a  matter  on  which  the 
Government  is  silent.  The  welfare  reform  package  involves 
changes  to  Incapacity  Benefit  for  new  claimants  which  would 
penalise  many  people  with  acquired  deafblindness.  Sense  is 


More  power  to 
disabled  people 


Disabled  people  are  gaining  more  of  a  voice  in  the 
organisations  which  represent  them.  Mencap,  which 
works  with  people  with  learning  disabilities,  their 
families  and  carers,  has  changed  its  constitution  to 
include  people  with  learning  disabilities  in  all  its 
decision-making.  The  change  was  approved  following  a 
landslide  88  per  cent  vote  by  local  societies  which  Fred 
Heddell,  Mencap 's  chief  executive,  called  '...  a  vote  for 
people  with  learning  disabilities,  a  vote  for  progress  and 
democracy.' 

In  recent  years  disabled  people  have  become 
increasingly  effective  in  challenging  stereotypes  and 
outdated  patronising  attitudes  and  their  greater 
representation  in  organisations  should  continue  this 
trend.  At  Scope's  recent  annual  conference  10  of  the  13 
candidates  for  the  charity's  ruling  board  of  trustees  were 
themselves  disabled.  As  Richard  Brewster,  Scope's 
chief  executive,  says  '  The  aim  is  to  create  a  partnership 
of  parents,  carers  and  disabled  people  through  a  civil- 
rights  approach  to  disability' 

For  the  full  story  on  user  involvement,  and  how 
Sense  is  promoting  this  see  In  Focus  on  page  12. 


also  concerned  at  proposals  to  force  benefit  claimants  to  attend 
job  search  interviews  with  personal  advisers  or  else  lose 
benefit. 

To  find  out  more  about  these  key  reforms  and  how  the 
Government's  plans  for  the  NHS,  access  to  justice  and 
constitutional  reform  will  affect  you,  see  page  8. 

Himalaya  Trek 
raises  £353,000 

Over  the  course  of  September,  114  brave  walkers  trekked  75 
miles  through  the  Himalaya  on  the  Sense  Challenge 
Himalayan  Trek  to  raise  over  £353,000  for  our  work  with 
deafblind  people. 

Starting  in  Kathmandu,  the  trekkers  experienced  the  beauty 
of  Nepal,  the  sacred  home  of  the  gods,  and  came  face  to  face 
with  one  of  the  greatest  mountain  ranges  in  the  world. 

A  variety  of  wild  and  wacky  means  were  employed  by 
trekkers  to  raise  the  £2,000  minimum  sponsorship  needed  to 
join  the  trek,  including  a  fancy-dress  pub  crawl,  a  tandem 
parachute  jump  and  an  extremely  popular  raffle  for  two  World 
Cup  Semi-Final  tickets.  At  the  time  of  going  to  print,  the 
running  total  raised  for  Sense  is  over  £353,000. 

Sense's  own  communications  whizz-kid  Jim  Kent  braved  the 
elements  on  the  trek  and  you  can  read  his  personal  account  of 
'Blood  Sweat  and  Beers'  in  the  Himalayas  on  page  36. 


As  part  of  the  Trek  fundraising  push.  Bill  Bryson,  Nick  Danziger, 
Colin  Thubron  and  Nicholas  Parsons  spoke  at  the  Royal 
Geographic  Society 
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NEWS 


I 


New  resource  library  in  Lincoln 


MP  Gillian  Merron  opens  the  Lincoln 
Resource  Library 


A  new  resource  library  containing  a 
fascinating  collection  of  equipment 
and  activities  for  multi-sensory 
impaired  people  was  opened  in  Lincoln 
on  October  6  by  MP  Gillian  Merron. 

Local  families,  interested  individuals 
and  professionals  including  Keith  Bray, 
Social  Services  Team  Manager,  and  Ges 
Roulstone,  Sense  East  Regional  Director, 
were  also  present.  Sandra  Dawson  the 
parent  of  a  deafblind  child  gave  a 
moving  talk  at  Lincoln  City  Hall  before  a 
ribbon-cutting  ceremony  at  the  library. 

The  resource  library  -  run  by  Sense 
East  and  made  possible  by  generous 
local  donations  -  provides  a  valuable 
support  service  to  deafblind  children, 
adults  and  their  families.  It  lends  toys, 


games,  videos,  books  and  sensory 
equipment  -  everything  from  bubble 
tubes  and  an  infinity  tunnel  to  tactile 
dominoes  for  older  people.  Many  of  the 
items  offer  vital  stimulation  to  children, 
but  are  too  expensive  for  most  families 
to  buy. 

Lorelei,  a  volunteer,  catalogued 
everything  and  the  whole  team  were 
involved  in  launch  preparations.  By  the 
end  the  library  resembled  Aladdin's  cave 
with  fibre  optics  flashing,  mobiles,  a 
magic  organ,  whale  music  in  the 
background  and  UV  lights  in  every 
corner! 

The  event  was  a  huge  success, 
generating  much  interest  in  Sense  and  a 
flurry  of  referrals. 


Information  is  power 


Surfing  makes  Sense 

Since  Sense's  website  was  launched 
just  over  a  year  ago,  it  has  gone  from 
strength  to  strength.  Over  1 2,000 
people  have  visited  the  site  to  find  out 
about  a  wide  range  of  issues  relating  to 
deafblindness. 

The  site  offers  1 2  sections  covering  a 
rich  variety  of  topics,  including:  an 
introduction  to  Sense,  information  about 
different  types  of  deafblindness, 


campaigns,  Sense  international,  job 
vacancies,  factsheets  and  publications 
and  much  more. 

To  mark  a  successful  year's  surfing. 
Assistant  Communications  Officer,  Jim 
Kent,  has  recently  designed  a  new 
improved  'homepage'  and  is  planning  a 
re-design  of  the  site  as  a  whole.  If  you 
have  any  comments  or  suggestions  about 
the  current  site,  you  can  leave  a  message 
for  Jim  on  the  website,  e-mail  him  at 
jkent@sense.org.uk,  or  write  or  phone 
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him  (how  old  fashioned!)  at  Sense, 

Finsbury  Park. 

Sense's  website  can  be  found  at 

www.sense.org.uk 


New  information  packs  a  punch 


Sense's  Regional  Advisers  are  front-line 
staff,  offering  information,  support  and 
ad\ice  to  deafblind  people  and  their 
families  across  the  country.  And  in  the 

course  of  their  work,  they  learn  a  lot  about 
the  issues  that  concern  people,  and  the 
information  that  they  want. 

Based  on  this  experience,  a  Sense 
Information  Pack  has  been  developed 
offering  in-depth  factsheets  on  the  issues  that 
the  Regional  Advisers  are  most  often  asked 


about.  There  are  currently  12  factsheets 
everything  from  'What  is  Community 
Care?'  to  'What  are  the  choices  for 
people  born  deafblind  when  they  reach 
16?'-  with  many  more  in  the  pipeline. 

To  find  out  more,  contact  your  local 
Regional  Adviser,  call  Gini  Cloke  at 
Sense  West  (0121-687  1564).  or  Colin 
Anderson  at  Finsbury  Park.  The 
factsheets  are  also  available  on  Sense's 
website  (see  above). 
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Keeping  ethnicity  on  the  agenda 


As  part  of  the  drive  to  ensure  that 
Sense's  services  cater  for  all  sections  of 
the  community,  the  new  Equal  Access 
Special  Interest  Group  is  to  advise 
services  and  projects  across  the 
organisation. 

The  group  consists  of  people 
involved  with  Sense  in  a  number  of 


different  ways  -  including  family  and 
council  members  and  staff-  all  of  whom 
have  an  interest  in  this  area.  Some 
starting  points  for  the  Group's  work  have 
included  considering  national  standards 
for  ethnically  sensitive  services,  and 
helping  to  draft  a  new  Equal 
Opportunities  Policy. 


The  Group  is  keen  to  hear  from 
anyone  who  has  comments,  suggestions, 
or  a  general  interest  in  this  area.  If  you 
would  like  further  information,  please 
contact  Mary  Shek,  Chair,  at  50  Myrtle 
Avenue,  Porchester,  Hants  PO 1 6  9LT,  or 
Michael  Clegg,  Group  Convenor  at 
Sense,  Finsbury  Park. 


The  changing  face 
of  Teacher  Training 

In  1997,  the  Secretary  of  State  for  Education  and 
Employment  asked  the  Teacher  Training  Agency 
(TTA)  to  undertake  further  work  on  national 
standards  for  SEN  specialist  teachers,  including 
the  potential  development  of  a  new  SEN 
qualification. 

This  work  has  now  been  completed  and  in 
October  1998  the  TTA  published  two 
consultation  documents:  National  Standards  for 
Special  Educational  Needs  (SEN)  Specialist 
Teachers  and  Options  for  the  Delivery  of  Training 
for  Special  Educational  Needs  (SEN)  Specialists. 

A  meeting  to  discuss  the  TTA's  proposed 
standards  and  delivery  of  training  was  held 
recently  at  Sense  in  Finsbury  Park  and  facilitated 
by  Eileen  Boothroyd,  Education  Officer.  It 
brought  together  20  experienced  colleagues 
from  LEA  and  non-maintained  sector  schools  and 
services  in  England  and  Wales.  The  meeting 
focussed  on  making  sense  of  the  proposals  and 
discussing  the  ways  in  which  training  might  be 
affected.  Its  outcome,  after  a  successful 
exchange  of  reactions  and  ideas,  will  help  inform 
Sense's  position  and  response. 

For  the  foreseeable  future  the  existing 
mandatory  status  of  the  post-graduate 
qualification  for  multi-sensory  impairment  will 
be  retained;  as  will  those  for  teachers  of  deaf  or 
visually  impaired  children.  However,  there  is 
concern  that  the  implementation  of  these 
national  standards  may  have  long  term 
implications  on  current  specialist  qualifications, 
which  may  or  may  not  be  positive! 

We  will  keep  you  informed  of  the  outcomes 
of  the  TTA's  consultation  and  how  these  may 
affect  our  specialist  teachers. 

Jacqueline  Galyer,  Assistant  Education  Officer 


Promoting  recognition 
for  intervenors 

The  National  Organisation  of  Intervenors'  second  network 
training  day  will  take  place  on  Saturday  6  March  1999  at 
the  Woodside  Family  Centre  in  Bristol.  The  event  will 
explore  the  future  of  intervention,  with  workshops  including 
using  sensory  rooms  and  dance  massage. 

Since  the  last  conference  in  1996,  the  National  Organisation 
has  been  busy  developing  membership  and  a  register  of 
intervenors.  To  be  a  member  of  the  National  Organisation  an 
individual  either  needs  to  be  an  intervenor  or  have  a 
professional  interest  in  intervention.  To  be  a  registered  member 
someone  must  either  be  working  as  an  intervenor  or  have  had 
experience  or  training.  Even  if  someone  is  not  officially  called 
an  intervenor  or  currently  employed  as  such,  they  still  qualify 
for  the  register  and  NOI  events. 

All  registered  members  will  be  included  in  the  register 
which  will  be  launched  in  March.  This  will  be  used  as  an 
information  resource  for  intervenors,  education  and  other 
professionals,  and  also  act  as  a  campaigning  tool  in  efforts  to 
seek  accredited  professional  status  for  intervenors  across  the  UK. 

The  Steering  Group  of  the  National  Organisation  is:  Jenny 
Fletcher  (Chair),  Tracey  Alexander,  Sue  Powell,  Rachel  Good 
Lucy  Naish,  Jan  Hughes  and  Sally  Wood. 
For  further  information  please  contact  Jacqueline  Galyer  at 
Sense:  tel  0171-272  7774  (voice)  or  0171-272  9648  (text), 
fax  0171-272  6012  or  email:  jgalyer@sense.org.uk. 


People  get  ready 

In  the  last  Talking  Sense  we  told  you  about  Sense "s  plans 
to  develop  its  membership  -  and  the  launch  day  for  the 
new  membership  scheme  has  now  been  set  for  April  1 
1999.  A  membership  administrator  will  be  appointed  in 
the  near  future  to  devise  and  implement  a  database  that 
should  help  us  to  ensure  you  get  the  information  you  want 
about  Sense  and  only  one  copy  of  it! 

We  will  be  writing  to  you  in  April  to  tell  you  about  the 
benefits  of  membership  and  to  ask  if  you  would  like  to 
join.  In  the  meantime,  if  you  would  like  more  information, 
please  contact  Alison  Bennett  at  Sense.  Finsbury  Park. 
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Responding  to  Beattie 


Sense  Scotland 

has  recently 

responded  to 

the  Beattie 

Committee 

which  has  been 

seeking  advice 

on  post-school 

education  and 

training  for 

young  people 

with  special 

needs. 

Stuart  Aitken, 
Principal  Officer 

(Research  and 
Practice)  reports 


Measures  of  effective  transition  from  school 
are  many  and  varied  but  recent  findings'  suggest 
that  six  factors  are  useful  indicators  in  measuring. 
These  are: 

•  employment; 

•  independent  living; 

•  economic  self-sufficiency; 

•  uptake  of  post  secondary  education; 

•  adult  role-taking  at  home  and  in  society; 

•  social  participation. 

These  six  factors  are  a  useful  backdrop  against 
which  to  focus  on  the  needs  of  people  who  are 
deafblind  or  who  have  sensory  plus  additional 
physical,  communication  and  learning  difficulties. 
Dual  sensory  impairment  from  birth  or  an  early 
age  leads  to  difficulties  in  accessing  ordinary 
information,  in  communicating  with  others  and 
mobility.  The  effects  of  these  combined 
difficulties  is  to  severely  restrict  the  person's 
opportunities  for  employment,  housing,  and  living 
and  participating  in  the  community.  Families  have 
identified  what  young  deafblind  people  need: 

-  specialised  assessment 

-  interpreter  services 

-  specialised  approaches  to  communication 

-  community  housing 

-  day  services 

-  employment  support 

-  mobility  training 

-  counselling 

-  access  to  local  and  national  information  & 
news 

-  trained  guide  helps 

-  trained  interpreters 

-  home  help 

-  specialised  equipment 

-  specialised  adaptation  of  environment 

-  leisure  and  recreation  opportunities 

-  information  in  accessible  form  on  benefits 
and  allowances. 

The  list  demonstrates  that,  while  employment 
support  is  one  area  of  need,  there  is  a 
constellation  of  interrelated  factors  that  need 
consideration,  focusing  on  one  area  of  need  and 
fitting  services  to  that  need  is  less  than 
satisfactory  when  compared  to  the  wisdom  of 
taking  a  more  holistic  view.  To  do  this,  in-depth 
assessment  is  required 

Assessment  of  need 

Assessment  of  the  needs  of  people  who  are 
deafblind  is  a  complex,  lengthy  process.  The 


consequences  when  assessment  tools  and 
approaches  are  applied  inappropriately  are  well 
known!  Even  with  the  introduction  of  the  Future 
Needs  Assessment  which  helps  to  identify  and 
plan  for  a  young  person's  post-school  transition, 
Sense  Scotland  continues  to  work  with  young 
people  who  leave  school  with  no  plans  or 
placement. 

Assessment  is  a  holistic  process;  it  should 
cover: 

'Within-client'  information: 

•  effects  of  physical,  sensory  and  other 
impairments; 

•  possibilities  for  communicating; 

•  appropriate  aids  and  equipment; 
The  environment  and  resources: 

•  effects  of  the  person's  'environment'  e.g. 
lighting,  contrast,  ambient  sound; 

•  how  resources  are  allocated,  including 
statements  of  standards  and  values,  with 
systems  for  evaluating  staff  performance 
against  them. 

Professor  George  Thomson  and  his  colleagues 
at  the  University  of  Edinburgh  have  been 
developing  an  integrated  approach  to  assessment 
over  the  last  few  years. Their  approach  identifies  a 
matrix  of  needs  relating  to: 

•  the  physical  environment 

•  the  curriculum 

•  the  social  context  in  which  teaching  takes 
place 

•  access  to  specialised  resources,  facilities  and 
technology 

•  methods  of  communication. 

This  general  framework,  together  with  the 
articulation  of  each  element  into  degrees  of  need, 
is  a  useful  model  to  develop  further  and  one  that 
deserves  encouragement  even  to  pilot  stage. 

Assessment  is  a  continuous  or  cyclical 
process 

Assessment  should  be  recognised  as  a  cyclical 
process;  it  is  not  an  end  in  itself  but  should  be 
regarded  as  an  aid  to  decision-making. 

Assessment  techniques  should  be 
designed  around  individuals 

Functional  assessment  methods  should  be  used  to 
complement  quantitative  standardised  methods, 
for  example: 

•  Initial  Profile  and  Statement  of  Aims  and 
Objectives; 


6  Talkirvg  Sense  •   //if  J  r  F  P  1W, 


•  Records  of  Achievement,  Personal  Passports; 

•  Personal  diaries,  and  organisational  records; 

•  Video  records,  together  with  informal  /  formal 
analysis  of  transcripts. 

Assessment  should  involve  people  in 
making  decisions 

Many  deafblind  people  wish  to  play  an  active  role 
in  deciding  their  needs  and  the  services  they  wish 
to  receive,  such  as  training  and  employment.  This 
desire  for  involvement  should  be  met  and 
underwritten  by  standards  which  should  then  be 
applied  to  those  involved  in  service  delivery. 
Performance  in  meeting  these  standards  should  be 
monitored  by  independent  agencies. 

Quality  and  effectiveness  in 
improving  skills  and  employ-ability 

At  the  start  of  this  article,  we  highlighted  six 
factors  that  have  been  associated  with  successful 
post-school  transition.  It  is  important  to  recognise 
that  some  deafblind  people  will  be  more  able  to 
participate  in  education,  training  and  employment 
initiatives.  For  these  people  the  six  factors  may 
well  apply  but  for  others,  policy  initiatives  on 
post-school  education,  training  and  employment 
may  be  less  applicable. 

In  fact,  most  datasets  that  are  used  to 
determine  policy  relate  almost  entirely  to  people 
with  mild  to  moderate  learning  difficulties. 
People  with  more  severe,  complex  needs,  in 
particular  those  with  communication  difficulties, 
are  under-represented.  As  a  result,  there  is  a 
danger  that  policy  development  is  formulated  on 
the  basis  of  a  rather  narrow  set  of  needs,  but 
inappropriately  applied  to  all. 

For  some  individuals,  employment,  as  most 
people  understand  the  term  to  mean,  is  not 
appropriate.  A  clear  recognition  of  this  would  give 
a  signal  to  those  young  people  that  their  real  needs 
have  been  properly  acknowledged.  A  continuum 
of  service  provision  that  embraces  the  needs  of  all 
young  people  should  be  available  and  accessible. 

For  deafblind  people  who  may  enter 
employment,  access  to  specialised  equipment  and 
training  is  a  problem.  Opportunities  exist  through 
such  schemes  as  PACT  (Professional  Assessment 
and  Counselling  Team)  for  those  who  become 
disabled  while  in  employment.  Individuals  may 
lease  computer  systems,  have  workplace 
adaptations  and  enjoy  other  forms  of  assistance. 

For  those  with  a  congenital  impairment,  a 
Catch  22  exists.  Without  a  job  they  cannot  access 
equipment,  but  without  the  equipment  they  cannot 
get  a  job!  Some  arrangements  do  exist  by  which 
training  can  be  given;  however,  the  training  is 
mostly  short  term  offering  no  opportunity  for 
practice  or  support  after  leaving  college. 


Coherence,  continuity  and 
progression 

There  is  a  need  to  revise  and  implement 
the  processes  to  ensure  consistency  in 
transferring  information  between  secondary 
and  tertiary  level  education  providers. 

In  our  own  experience  of  working  with 
families,  the  point  has  been  made  time 
and  again  about  lack  of  continuity  in 
transferring  information.  The  major 

reasons  for  difficulties  arising  are: 

•  lack  of  awareness  of  services,  a 
particular  obstacle  faced  by  deafblind 
people  because  of  their  severe 
difficulties 

in  accessing  information; 

•  where  needs  are  highly  specialised  and 
low  incidence,  as  in  deafblindness, 
appropriate  services  may  not  exist; 

•  where  services  are  identified  and  costs  are 
involved,  there  are  often  lengthy  processes 
involved  in  agreement  to  fund  and  therefore 
delay  in  gaining  access  to  the  services; 

•  location  of,  transport  to  and  timing  of 
appointments  can  be  problematic; 

•  service  providers  may  find  it  difficult  to 
communicate  with  clients  who  use  specialised 
systems  for  communicating. 

A  number  of  families  have  also  reported  to  us 
satisfactory  and  straightforward  access  to  services 
which  they  would  describe  as  accessible  and 
appropriate.  The  key  factors  are: 

•  information  was  readily  available  and 
presented  in  a  format  they  easily  understood; 

•  early  action  was  taken; 

•  needs  were  assessed  appropriately  and  in  full 
discussion  and  agreement  with  the  family  or 
person  who  is  deafblind; 

•  services  were  identified  in  agreement  with 
users  and  funding  routes  were  straightforward; 

•  services  were  welcoming,  open  to  scrutiny, 
flexible  and  responsive  to  individual  need. 
During  the  period  of  transitional  planning,  we 

know  that  families  require  considerable 
dedication  when  dealing  with  the  professionals 
concerned  as  well  as  tenacity  and  knowledge  of 
'the  system'  -  and  in  particular  funding  sources. 
Let's  hope  the  Beattie  Committee  are  able  to 
make  use  of  this  advice  by  recommending  action 
that  will  benefit  of  all  deafblind  young  people  in 
Scotland  who  are  moving  into  adulthood. 

1  Ward  KM  &  Thomson  GOB  (1997)  Provision  and 
Progression:  School  leavers  with  special  education  needs  in 
further  education  and  training.  Final  Report  to  The 
Leverhulme  Trust  and  SOEID. 

2  Morbey  G  and  Aitken  S  (19X5)  Look  I'm  Here.  Available 
from  Sense  Scotland 
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The  best  news 


in  the  Queen's 


Speech  was  that 
there  will  be 
legislation  for  a 
Disability  Rights 


Commission 


I 

All  change? 

How  the  Government's  new 


Disability  benefits 

There  is  good  news  for  multi-sensory-impaired 
children  and  their  families  and  multiply  disabled 
adults  who  are  likely  to  find  themselves  much 
better  off  as  a  result  of  the  Government's 
proposals.  The  prospects  for  those  with  acquired 
deafblindness  however,  who  become  'incapable  of 
work'  at  the  age  of  20  or  over  are  worsening. 

The  higher  rate  mobility  component  of 
Disability  Living  Allowance  (worth  £35.85  a 
week)  is  to  be  extended  to  three  and  four  year 
olds. 

Anyone  who  has  been  deafblind  from  birth  or 
becomes  severely  disabled  before  the  age  of  20 
and  is  entitled  to  Severe  Disablement  Allowance 
will  receive  an  extra  £25  a  week  after  one  year  on 
the  benefit.  Also,  any  deafblind  person  under  60 
who  needs  care  both  night  and  day  will  be 
guaranteed  an  income  of  at  least  £128  a  week 
(£169  for  couples)  from  disability  benefits. 
So  there  will  be  more  security  for  those 
disabled  early  in  life  whom  the  Government 
considers  to  have  the  greatest  needs  but  the 
message  to  everyone  else  is  -  'work,  or  else, 
because  we  need  to  cut  the  bill  for  Incapacity 
Benefit!' 

If  you  are  already  claiming  Incapacity  Benefit 
you  can  take  some  solace  in  knowing  that  some  of 
the  worst  changes  won't  affect  you.  These  will  be 
reserved  for  new  claimants.  Anyone  becoming 
incapable  of  work  at  the  age  of  20  or  over  will  no 
longer  be  eligible  for  SDA  but  will  have  to  claim 
Incapacity  Benefit  instead.  But  claiming 
Incapacity  Benefit  is  going  to  become  more 
difficult. 

New  claimants  will  only  get  Incapacity 
Benefit  if  they  have  recently  been  in  work  and 
made  National  Insurance  contributions. 
Perversely,  they  will  be  penalised  if  they  have 
made  additional  pension  provision,  with  the  state 
clawing  back  50p  for  every  £1  they  receive  over  a 
£50  a  week  threshold.  Hstimated  'savings'  from 
these  two  changes  will  be  £100  million  in  the  first 
year  rising  to  £600  or  700  million  a  year  in  the 
long  run.  Also,  the  All  Work  Test  is  to  be 
reformed  to  'provide  information  about  what 
people  can  do  as  well  as  about  their  incapacity'. 


This  might  sound  nice  but  it  is  likely  to  be  a 
poisoned  chalice.  We  will  be  pressing  for  a  better 
test  which  takes  into  account  all  the  relevant 
factors. 

The  new  legislation  will  make  it  a  condition 
for  receiving  benefit,  that  people  participate  in  an 
interview  with  a  personal  advisor  to  discuss 
options  for  work,  when  asked  to  do  so.  I  say 
'will'  but  Sense  and  others  will  not  be  happy  for 
this  provision  to  get  onto  the  statute  books.  At  the 
very  least,  we  will  want  an  exemption  for 
deafblind  and  dual  sensory  impaired  people.  'The 
single  gateway'  to  the  benefits  system  as  it  is 
called  should  not  carry  any  compulsion.  Any 
deafblind  or  dual  sensory  impaired  person  who 
wants  to  work  should  be  entitled  to  the  best 
possible  advice  and  support  from  advisers  trained 
in  deafblind  awareness.  At  the  same  time,  there 
are  many  for  whom  work  is  inappropriate  and 
such  interviews  would  cause  unwanted  stress. 

The  Welfare  Reform  Bill  (to  be  introduced  in 
1999)  will  also  contain  proposals  for  a  stakeholder 
pension  and  pension  sharing  on  divorce  as  part  of 
a  wider  reform  of  the  pensions  system  to  be  set 
out  in  a  Green  Paper  later  on  this  month.  These 
reforms  could  benefit  deafblind  people,  parents 
and  carers  who  do  not  have  access  to  occupational 
or  personal  pension  schemes  and  have  low 
earnings  and/or  interrupted  work  patterns.  Sense 
will  monitor  the  proposals  and  lobby  for  security 
in  later  life  for  all. 

Finally  the  hated  Benefits  Integrity  Project  has 
been  scrapped  and  the  Government  says  the 
emphasis  will  now  be  on  getting  claims  right 
from  the  outset. 


Civil  rights... 

The  best  news  in  the  Queen's  Speech  was  that 
there  will  be  legislation  for  a  Disability  Rights 
Commission  to  enforce  disabled  people's  rights 
under  the  Disability  Discrimination  Act  (DDA) 
and  subsequent  civil  rights  legislation.  The 
absence  of  an  enforcing  Commission  with  real 
teeth  was  one  of  central  weaknesses  of  the  DDA. 
Many  deafblind  people  would  be  eligible  for 
assistance  from  the  Commission  in  bringing 
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A  major  shake-up  of  disability  benefits,  a  new  Disability 
Rights  Commission,  changes  to  the  Health  Service  and 
'reform'  of  Legal  Aid  -  these  are  just  some  of  the  key  planks 
of  the  Governments  legislative  programme  for  the  coming 
year.   But  what  will  it  mean  for  deafblind  people  and  their 
families?  Caroline  Ellis  gives  the  low-down 

programme  will  affect  you 


discrimination  claims.  As  well  as  fighting 
individual  cases,  the  Commission  will  prepare 
Codes  of  Practice,  raise  awareness  and  advise 
Government  on  the  operation  of  civil  rights 
legislation.  Sense  would  prefer  a  separate 
Commission  for  Scotland  rather  than  simply  an 
'office'  of  the  main  DRC  there,  and  is  lobbying 
for  the  new  Commission  to  be  fully  deafblind 
friendly  in  terms  of  its  communication  and 
information  systems.  We  are  also  concerned  that 
the  Commission  be  properly  funded.  And 
crucially,  any  future  DRC  must  address  the  needs 
of  deafblind  people  as  a  distinct  group: 
commissioning  research,  monitoring  the  impact  of 
the  DDA  and  promoting  the  need  for  new 
legislation  on  new  rights  for  deafblind  people  to 
communicator-guide,  intervenor  and  interpreter 
time.  At  least  50  per  cent  of  Commissioners  will 
be  disabled  and  we  will  be  encouraging  deafblind 
people  to  put  themselves  forward  when  the  time 
comes. 

A  Disability  Rights  Commission  would  be  a 
major  step  forward,  but  access  to  justice  could  be 
made  much  more  difficult  if  the  Government's 
plans  for  reform  of  Legal  Aid  go  ahead.  Cases 
will  be  limited  to  a  'cab  rank'  of  lawyers  on  block 
contracts  in  an  attempt  to  cut  costs.  But  this  sort 
of  cost  cutting  will  jeopardise  the  quality  of 
services.  Abolishing  legal  aid  for  personal  injury 
cases  and  operating  a  'no  win,  no  fee'  system 
instead  could  also  deny  people  who  lose  their 
vision  or  hearing  through  accidents  at  work  for 
example,  proper  redress.  Fortunately  the  legal 
profession  and  consumer  organisations  are  totally 
opposed  to  this,  and  we  will  add  our  voice  to 
theirs. 

And  finally... 

One  of  the  main  weaknesses  of  the  current  system 
is  the  poor  cooperation  between  health  and  social 
services  which  blights  attempts  to  provide 
seamless,  quality  services  for  deafblind  people 
and  their  families.  This  is  one  of  the  problems 
The  NHS  modernisation  Bill  will  aim  to  tackle 
by,  for  example,  abolishing  GP  fundholding  and 
transferring  powers  to  order  treatment  for  patients 
to  Primary  Care  Trusts  on  which  GPs,  other 


health  professionals  and  social  services  will 
work  in  partnership.  It  remains  to  be  seen 
whether  these  changes  will  improve  health 
services  for  deafblind  people  and  their 
families.  Much  will  depend  on  how  closely 
the  new  bodies  work  with  the  voluntary 
sector  on  the  ground. 

The  Queen's  Speech  is  significant  not 
just  for  what  was  in  it,  but  for  what  was  left 
out.  Freedom  of  information  legislation  was 
a  controversial  omission.  A  'Right  to  Know' 
Bill  would  empower  Sense  stakeholders: 
enabling  us  to  find  out  how  eligibility 
criteria  are  set,  why  services  are  cut  or 
expanded  and  get  details  of  assessed  needs 
and  resources. 

The  success  of  the  Government's 
legislative  plans  depends  in  no  small  way  on  the 
historic  battle  to  remove  the  voting  rights  of 
hereditary  peers  which  threatens  to  delay  or 
wreck  much  of  the  programme.  Watch  this  space 


Happy  with  your  Disability 
Living  Allowance? 

For  some  time,  we  have  been 
expressing  concern  over  the 
difficulties  that  deafblind  people  are 
having  getting  the  right  level  of 
Disability  Living  Allowance  (DLA). 
Sense  recently  made  a  presentation  to 
the  DLA  Advisory  Board,  the  body 
that  advises  The  Government,  and 
they  have  agreed  to  undertake  a 
study  of  deafblindness  and  DLA.  They 
want  to  analyse  20  claims  where 
people  have  been  happy  with  the 
decisions,  and  20  where  claims  are 
unsuccessful  or  where  people  feel 
that  they  have  not  got  the  right  rate. 

If  you  would  be  interested  in 
taking  part  in  this  study,  or  want 
more  information  please  contact 
Marylin  Kilsby  at  Sense  Finsbury  Park. 


Good  news  for 

multi-sensory  impaired 

children  and  their 

families 
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CAMPAIGN  NEWS 


Civil  rights  for 

deafblind  people-now! 


On  Tuesday  9th 

March  you  can 

join  a  major 

lobby  of 

Parliament  for 

full  civil  rights 

for  deafblind 

people. 

Siobhan 

Richardson 

(Campaigns 

Co-ordinator) 

urges  Talking 

Sense  readers 

to  take  part 


By  the  year  2000  there  will  be  a  Disability  Rights 
Commission  enforcing  civil  rights  legislation  for 
disabled  people.  But  will  this  halt  the  systematic, 
humiliating  discrimination  so  many  deafblind 
people  are  forced  to  endure  on  a  daily  basis? 

Regrettably,  I'm  convinced  that  the  answer  to 
this  question  is  NO.  Deafblindness  is  still  not 
fully  recognised  as  a  unique  and  distinct  disability 
and  the  Disability  Discrimination  Act  and  the 
civil  rights  legislation  which  is  being  devised  to 
succeed  it  are  unlikely  to  provide  for  the 
particular  and  special  needs  of  deafblind  people. 

To  exercise  full  rights  and  potential  as 
citizens,  the  majority  of  deafblind  people,  at  some 
stage  in  their  lives,  need  access  to  one-to-one 
support  with  communication,  mobility  and 
information  -  in  order  to  participate  in  education, 
use  public  services,  gain  employment,  enjoy 
social  and  leisure  activities  and  generally  take 
part  in  society.  This  one-to-one  support  comes  in 
the  shape  of  enabling  services  such  as 
communicator-guides,  intervenors  and 
interpreters.  All  these  people  are  trained  to  meet 
the  special  needs  of  deafblind  people  in  individual 
circumstances. 

Sense  and  Deafblind  UK  have  pledged  to 
work  in  partnership  to  ensure  these  services 
are  available  to  all  deafblind  people  in  the  UK 
as  of  right. 

As  the  first  stage  in  the  campaign  we  are 
organising  a  Lobby  of  Parliament  on  Tuesday  9th 
March  1999.  We  want  as  many  deafblind  people 
and  their  supporters  as  possible  to  descend  on  the 
Houses  of  Parliament  to  lobby  their  MPs  for 
change. 

Our  aim  is  simple.  We  want  the  Government 
to  demonstrate  its  commitment  to  full  civil  rights 


for  all  by  legislating  for  the  right  to  vital 
communicator-guide  time,  intervenor  support  and 
interpreter  services  for  deafblind  and  dual  sensory 
impaired  people. 

The  Lobby  will  show  the  strength  of  our 
commitment  and  demonstrate  the  power  of  our 
arguments  to  decision-makers  and  the  media. 

Deafblind  and  dual  sensory  impaired  people 
from  Sense  and  Deafblind  UK  will  lead  the 
Lobby  and  over  the  next  few  months  we'll  be 
encouraging  as  many  as  possible  to  take  part 
whatever  their  age,  type  of  dual  sensory 
impairment  or  loss,  or  other  disabilities. 

But  we  also  need  Sense  and  Deafblind  UK 
regions,  families,  and  all  the  networks  of 
volunteers  and  professionals  that  work  alongside 
deafblind  people  to  add  their  voice.  The  more 
people  take  part,  the  bigger  the  impact  we  will 
have  and  the  more  chance  we  will  have  of  getting 
real  action. 

And  of  course  the  Lobby  itself  will 
demonstrate  the  importance  of  the  enabling 
services  we're  fighting  for.  MPs,  ministers  and 
the  media  will  see  communicator-guides, 
interpreters  and  intervenors  in  action  and  begin  to 
understand  that  deafblind  people  can  be 
empowered  as  full  and  equal  citizens. 

What  should  I  do  to  take  part?  Fill  in  the 
form  below.  If  you  are  a  deafblind  person  we 
may  be  able  to  cover  the  cost  of  travelling  to 
London  on  the  day  -  but  please  register  soon  as 
resources  are  not  infinite.  We  will  do  our  best  to 
accommodate  any  other  support  you  tell  us  you 
need.  Only  through  your  active  participation  can 
we  hope  to  make  a  real  difference.  This  will  be  a 
lobby  by  and  for  deafblind  people  -  please  give 
us  your  support! 


Mass  Lobby  REGISTRATION  FORM 

Yes,  l/we  want  to  join  you  at  the  Mass  Lobby  of  Parliament.  Please  register  me  and  send  further  details  to: 
Name  


Address 


PO'.t   rrjrjc. 


Telephone 
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Rocking 


SENS*.- 
INTERNATIONAL 


all  over  the  world 


1998  has  been  another  exciting  year  for  Sense 
International,  with  many  new  developments 
and  an  enormous  input  to  our  work  from  a 
large  number  of  parents  and  professionals 
involved  in  Sense  UK.  All  in  all  we  have  seen 
UK  people  involved  in  activities  in  14  countries  - 
predominantly  in  India  and  Romania  but  also  in 
places  as  diverse  as  Papua  New  Guinea,  Nigeria 
and  Bulgaria. 

We  now  have  staff  in  four  countries  -  India, 
Colombia,  the  UK  and,  most  recently,  in  Romania 
-  and  this  year  have  been  able  to  secure  financial 
support  for  our  work  from  the  Department  for 
International  Development,  the  National  Lottery 
and  the  European  Union. 

INDIA 

In  June  Richard  Hawkes  officially  opened  a  new 
deafblind  unit  in  Ahmedabad  and  also  inaugurated 
the  new  Sense  International  (India)  office  which 
more  than  100  people  attended! 

In  September,  Rodney  Clark,  Richard  Hawkes, 
Tony  Best,  Sue  Turner,  Eileen  Boothroyd,  Jessica 
Hills  and  Malcolm  Matthews  participated  in  the 
first  ever  National  Expert  Meeting  on 
Deafblindness  in  India  and  the  first  Family 
Seminar  (see  page  31). 

A  number  of  training  visits  were  arranged  to 
support  our  programmes  with  the  Blind  People's 
Association  and  the  Helen  Keller  Institute  in 
Mumbai. 

ROMANIA 

Rodney  Clark,  Richard  Hawkes,  Eileen 
Boothroyd,  Ciprian  Gimbuta,  Mary  Foster  and  Liz 
Duncan  went  to  Romania  in  May  for  a  number  of 
activities,  including  the  first  ever  national  meeting 
on  deafblindness  in  Romania,  a  regional  seminar 
in  Iasi  and  specialist  staff  training  in  three 
different  schools. 

The  response  from  colleagues  in  Romania  was 
tremendous.  In  June  the  first  National  Association 
of  Parents  of  Deafblind  Children  was  registered  in 
Bucharest  and  in  the  following  months  we 
received  proposals  from  over  ten  organisations  for 
future  deafblind  activities. 

CENTRAL  AND  EASTERN  EUROPE 

In  Slovakia  our  volunteer,  Simon  Phillimore,  has 


now  been  at  the  deafblind  school  for 
more  than  one  year.  He  is  helping  us 
develop  a  future  programme  of  support 
with  the  school  particularly  for  adults. 

In  December  Ges  Roulstone,  Moira 
Barratt  and  Janet  McNeil  from  Sense 
East  got  out  their  woolliest  winter  clothes 
for  ten  freezing  days  of  assessments  and 
training  in  Bulgaria. 

In  June  Graham  Hicks,  Joff  McGill, 
Siobhan  Richardson  and  Jacinta  Yeaman 
participated  in  the  Croatian  Deafblind 
Association's  First  Summer  Family 
Camp. 


AFRICA 

In  March  Emanuela  Brahamsha  accompanied  the 
Princess  Royal  to  the  deafblind  school  in  Ghana. 
She  then  visited  former  PDP  participant  Sister 
Justina  in  Nigeria.  This  was  followed  up  in 
November  when  Jenny  Fletcher  and  Mary  Foster 
gave  a  deafblind  awareness  workshop  in  Nigeria. 

LATIN  AMERICA 

Ximena  Serpa,  our  Latin  America  Co-ordinator, 
visited  the  partners  in  Bolivia,  Brazil  and 
Uruguay  in  April  and  made  arrangements  for  Sue 
Evans  to  give  further  training  in  December. 

EMPLOYMENT 

The  Horizon  project  which  Sense  International 
secured  funding  for  has  been  a  tremendous 
success.  The  workshops  opened  in  January  and 
received  visits  from  the  Princess  Royal  and  Alan 
Howarth  MP. 


PAPUA  NEW  GUINEA 

In  December  Karl  Shore  from  Sense 
North  allowed  us  to  disrupt  his  family 
holiday  to  New  Zealand  and  spent  a  week 
in  Papua  New  Guinea  assessing  the 
deafblind  situation. 


Rodney  Clark  and 

Pradeep  Sinha  catching 

up  on  news  in  India 


Working  on  touch 
in  Slovakia 
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...  on  user  involvement 


In  this  issue  we  focus  on  what  Sense  and  other  charities  are  doing  to  involve  users 
-  in  Sense's  case,  both  deafblind  people  and  their  families. 

People  with  disabilities  using  the  services  of  a  charity  were,  by  tradition,  expected 
to  be  grateful  and  passive  recipients  of  whatever  care  was  on  offer.  Nowadays, 
few  charities,  if  any,  would  support  that  view  of  how  they  should  relate  to  their 
users.  According  to  a  recent  review  of  charities  conducted  by  the  Joseph  Rowntree 
Foundation*,  most  see  user  involvement  as  desirable  and  many  are  bringing  it 
about. 

But  what  does  'user  involvement'  actually  mean?  What  is  it  trying  to  achieve? 
Undoubtedly,  user  involvement  means  different  things  to  different  organisations. 
Many  charities  welcome  users  as  volunteers,  a  relationship  which  can  benefit  both 
parties.  Consultation  with  users  is  popular  and  takes  many  forms.  Several  charities, 
including  RNID  and  Mind  (profiled  on  page  18),  run  membership  schemes  to  keep 
in  touch  with  grassroots  opinion,  and  to  give  their  users  a  say  on  policies  and 
campaigns.  Some  foster  self-help  groups  or  other  means  of  providing  mutual 
support  for  users.. Others  such  as  RNIB  have  substantial  numbers  of  users,  or  user 
representatives,  on  their  governing  bodies,  enabling  them  to  share  in  major 
decisions.  Sense  is  trying  a  combination  of  all  of  these  approaches,  some  well- 
established,  others  at  a  more  experimental  stage.  And  a  relaunch  of  Sense's 
membership  scheme  is  in  the  pipeline. 

For  most  charities,  user  involvement  is  driven  by  a  genuine  wish  to  tailor  services 
more  closely  to  the  needs  and  aspirations  of  users.  The  use  of  volunteers  is  often  a 
way  a  charity  can  offer  an  enabling  role,  by  helping  volunteers  to  gain  skills  and 
experience  they  can  use  in  their  careers.  Some  charities  want  a  more  equal 
partnership  with  users,  recognising  they  have  a  right  to  share  in  decisions.  And  in 
a  handful  of  charities  there  is  even  a  lively  debate  about  who  has  the  right  to 
control  the  organisation  -  the  professionals  or  the  users  themselves? 

No-one  should  under-estimate  the  challenge  that  Sense  and  many  other  charities 
face  in  seeking  to  involve  users  with  severe  disabilities.  In  the  next  few  pages  we 
look  at  what  Sense  is  doing  to  meet  the  challenge  of  forging  a  new  partnership 
with  all  of  its  users  and  how  it  stacks  up  against  the  aims  and  achievements  of 
others. 

*  Consumerism  or  democracy?  User  involvement  in  the  control  of  voluntary  organisations, 
by  Paul  Robson  et  al.  The  Policy  Press  in  association  with  the  Joseph  Rowntree 
Foundation,  1997. 


A  Sense  of 

involvement 

Sense  has  always  been  close  to  its  users.  Founded  by  families  as  a 
support  group  for  others  with  deafblind  children,  it  was  and  still  is 
an  organisation  with  families  at  its  heart.  But  for  the  past  four  years. 
Sense  has  been  trying  to  find  ways  of  involving  the  end-user  more 
closely  in  its  affairs.  Hilary  Todd  explores  the  involvement  of 
deafblind  people  at  different  levels  in  Sense. 


Tapping  in  to  talent 

Sense  Usher  Services  are  finding  new  ways  of 
involving  people  with  Usher  syndrome  in  their 
work,  both  as  volunteers  and  providers  of  their 
own  services.  Marylin  Kilsby,  one  of  the  paid 
staff  in  Usher  Services,  has  no  doubt  that  Sense 
wants  and  needs  the  skills  and  talents  of  people 
with  the  syndrome.  'People  with  Usher  syndrome 
are  very  capable  with  a  lot  to  offer.  We  have  two 
well-established  groups  run  by  people  with  Usher 
and  a  handful  of  volunteers.'  The  volunteers  help 
with  administrative  support,  public  speaking  on 


Margaret  Pickess  (left)  working  with  Jan  Rubridge 
from  Sense's  Usher  Team 


behalf  of  Sense,  data  analysis  and  report  writing. 

Margaret  Pickess  is  one  of  the  volunteers.  She 
visits  the  Sense  office  in  Finsbury  Park  twice  a 
month  to  help  with  mail-outs  and  other 
administrative  tasks  and  clearly  enjoys  being  part 
of  a  friendly  team  where  many  others  beside 
herself  have  impaired  hearing  and  sight.  Margaret 
also  works  as  a  sales  assistant  in  her  home  town 
where,  she  says,  T  am  the  only  person  with 
Usher'.  That  sense  of  isolation  is  one  which  many 
people  with  Usher  would  recognise. 

A  casual  offer  of  help  led  Nigel  Marriott  into 
an  unexpected  volunteer  role,  that  of  co-author  of 
a  new  Sense  booklet  on  Usher  Type  2,  issued  last 
October.  'When  I  was  diagnosed  with  Usher,  I 
rang  for  the  information  pack  and  asked  if  I  could 
do  anything  to  help.  Lucy  Drescher  (Resources 
Development  Officer  with  Usher  Services)  invited 
me  to  join  a  small  working  group  producing  this 
new  publication.  We  helped  shape  its  aims, 
content  and  wording,'  says  Nigel.  Nigel  and  the 
other  volunteers'  involvement  was  crucial.  'It  was 
an  agreement  with  the  funding  body  -  the 
National  Lotteries  Board  -  that  users  were 
involved  in  the  project,'  says  Lucy.  'Their 
importance  to  us  is  getting  a  publication  that 
really  meets  the  needs  of  the  user,  and  we  think 
we  have  -  we've  had  some  very  positive  feedback 
on  the  new  booklet.' 

The  benefits  to  Sense  of  tapping  in  to  this 
kind  of  help  are  self-evident,  but  Marylin  and  her 
colleagues  see  this  as  more  than  a  one-way 
relationship.  'We  feel  we  can  help  the  volunteers 
too.  The  work  experience  itself  can  be  valuable 
and,  thanks  to  some  money  available  in  the 
Development  Fund  we  have  been  able  to  pay  for 
Margaret  and  another  volunteer  to  go  on 
computer  training  courses.  The  training  helps  both 
us  and  the  volunteers  because  we  are  helping  to 


Involvement' 


for  Sense  means 


providing 
opportunities  for 


users  to  contribute 


at  whatever  level 


they  can  and  wish 


to  do  so 
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For  some,  the 


issue  is  about  who 


has  the  right  to  take 


decisions  about 


users'  lives 


For  many  people  who 
are  congenitally 
deafblind,  such  as  Kerry 
White,  pictured  here 
with  Sense  North  tutor 
Linda  Bamforth,  making 
choices  remains  a  major 
challenge 


skill  them.  And  we  can  see  them  gaining 
confidence  all  the  time.' 

The  DIY  approach  to  services 

The  two  groups  for  people  with  Usher  are 
examples  of  how  disabled  people  can  provide  and 
manage  their  own  services.  Usher  UK  began  in 
1989  as  a  support  group  for  people  who  wanted 
ideas  about  how  to  manage  their  deteriorating 
sight.  Most  of  its  members  use  sign  language  so, 
more  recently,  another  group  has  sprung  up,  the 
Usher  Hearing  Aid  Users'  Group,  to  represent 
their  interests.  The  groups  are  run  entirely  by 
members  who  organise  social  events,  committee 
meetings,  information  and  newsletters.  Sense's 
role  is  largely  to  help  with  mailings  and  other 
administrative  support. 

Margaret  Pickess  and  Nigel  Marriott  are  both 
involved  in  the  new  Hearing  Aid  Users  Group. 
What  do  they  get  out  of  it?  For  Margaret  the  real 
value  is  'knowing  others  who  have  the  same 
problems'.  Nigel  especially  appreciates  the 
information  he  gets  from  the  group.  T  have  a  full- 
time  job,'  says  Nigel,  who  is  a  commodity  broker, 
'so  it  was  a  shock  to  discover  how  many  people 
with  Usher  are  out  of  work.  The  group  has  taught 
me  a  lot.' 

Ushering  in  a  new  partnership 

For  Margaret,  the  new  group  has  provided  a 
passport  to  yet  greater  involvement,  as  a 
representative  on  Sense's  Usher  Advisory  Panel. 
Originally  a  staff  group,  the  Panel  now  has 
representatives  from  both  Usher  groups.  The 
Panel  meets  three  times  a  year  to  discuss  Sense 
policy  on,  for  example,  services  for  people  with 


acquired  deafblindness  or  campaigns.  Does 
Margaret  feel  it  is  a  privilege  or  a  right  for  people 
with  Usher  to  be  able  to  shape  Sense  policy  in 
this  way?  'Both'  is  the  reply.  For  Marylin  Kilsby, 
the  presence  of  people  with  Usher  on  the  Panel  is 
vital  to  its  work.  T  don't  have  all  the  answers;  it's 
the  people  with  Usher  who  know  what  they  need.' 

For  Sense,  these  new  approaches  represent  a 
shift  towards  becoming  an  organisation  of  and  not 
just  for  deafblind  people.  T  think  people  with 
Usher  are  helping  to  bring  this  about,'  says 
Marylin. 

Making  sense  of  involvement 

But  there  is  a  major  difference  between  people 
with  Usher  syndrome  and  other  forms  of  acquired 
deafblindness,  and  people  born  with  impaired 
hearing  and  sight.  For  many  of  those  with 
congenital  deafblindness,  it  is  a  struggle  to 
understand  the  world,  let  alone  exercise  some 
control  over  it.  Gervase  Newrick,  manager  of 
Sense's  Reading  home,  explained  some  of  his 
residents'  practical  difficulties:  'Only  two  of  our 
five  residents  here  communicate  verbally,  one 
uses  Maketon  and  the  others  have  their  own, 
individual  methods  of  communication.  As  well  as 
being  deafblind,  the  residents  here  all  have 
moderate  to  severe  learning  difficulties.  It's  a 
challenge  for  them  to  communicate  at  all.' 

Not  all  Sense  clients  are  as  disabled  as  the 
Reading  residents,  but  communication  is  a 
challenge  for  everyone  born  without  sight  and 
hearing.  In  the  circumstances,  is  it  not  easier  for 
the  staff  and  families  to  make  decisions  about 
how  to  run  the  services?  Easier  it  may  be,  but 
excluding  clients  from  decision  making  has  been 
emphatically  rejected  by  both  users  who  attended 
a  user  conference  back  in  1 994,  and,  more 
recently,  staff.  Angie  Lee-Foster,  Co-ordinator  of 
Advocacy  Development  in  Sense,  has  been 
canvassing  the  opinions  of  staff  as  part  of  her  role 
in  bringing  about  greater  user  involvement.  For 
some  staff,  user  involvement  is  a  means  of 
ensuring  that  services  are  responsive  to  what 
users  actually  want,  for  others  the  issue  is  about 
who  has  the  right  to  take  decisions  about  users' 
lives. 

Finding  a  voice 

But  how  can  people  speak  out  or  be  involved  in 
their  own  services  when  communication  is  so 
fraught  with  difficulties?  'We  recognised  from  the 
start  that  consultation  has  to  be  a  one-to-one 
process  for  many  of  the  people  who  use  our 
services'  says  Angie  Lee-Foster.  For  some, 
expressing  any  kind  of  preference  is  a  skill  that 
must  be  learned  from  scratch.  As  Gervase 
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Newrick  explained,  'Some  of  our  residents  came 
from  long-stay  hospitals  where  their  lives  were 
structured  for  them.  We  have  to  teach  them  how 
to  exercise  choice  as  they  have  never  done  it 
before.'  For  residents  of  Sense  homes,  user 
involvement  means,  first  and  foremost,  enabling 
users  to  make  choices  -  such  as  what  to  eat  for 
breakfast  and  where  to  go  on  an  outing.  In  some 
homes,  staff  are  now  encouraging  residents  to  say 
which  member  of  staff  they  wish  to  work  with, 
using  photographs  to  prompt  choice,  and  there  are 
hopes  that  residents  will  also  be  able  to  choose 
their  house-mates. 

Advocacy  is  another  step  in  the  direction  of 
giving  users  a  voice.  Advocates  play  a  valuable 
role  in  the  lives  of  some  Sense  users,  in  part 
friend  and  companion,  in  part  representative.  The 
aim  is  to  give  users  a  supporter  quite  independent 
of  Sense  or  the  family  who  can  speak  for  the 
client,  if  necessary,  without  any  axe  to  grind.  It  is 
still  too  early  to  say  whether  advocacy  is  bringing 
about  greater  participation  for  Sense  residents, 
but  it  is  slowly  shifting  attitudes  -  'an 
understanding  that  staff  do  things  "with"  rather 
than  "for"  users',  as  one  staff  member  put  it.  As 
one  advocate  said  T  hold  a  watching  brief  or 
make  positive  comments  that  she  cannot  make.' 


MM 


Some  disabled  people 


can  provide  and  manage  their 
own  services        mm 

Sharing  in  decisions 

Major  decisions  affecting  policies  and  directions 
are  approved  by  Sense's  Council.  To  what  extent 
is  Council  open  to  users?  'There  is  already  a  lot 
of  family  involvement  and  it's  one  of  our 
challenges  to  enable  deafblind  users  to  serve  on 
Council'  says  Barbara  Duff,  Head  of  Corporate 
Development.  'Recently  a  deafblind  person  was 
elected  to  serve  on  Council.  We  would  like  to 
strengthen  our  membership  scheme  so  that  more 
people  can  become  active  at  this  level  if  they 
wish.' 

Funding  success 

Sense's  determination  to  make  user  involvement  a 
reality  for  all  users  has  led  it  to  setting  up  a 
special  fund  to  support  12  new  initiatives.  Many 
of  the  new  projects  supported  under  the  fund  are 
designed  to  enhance  users'  communication  skills 
or  options.  More  textphones  are  going  in  to  Sense 
premises  to  help  people  communicate  with  staff. 


Nigel  Marriott  is  co-author  of  Sense's  new  leaflet 
on  Usher  2 

families  or  others.  A  training  project  using 
CD-ROM  will  help  people  to  learn  the  manual 
alphabet  and  signing  on  a  teach-yourself  basis, 
and  new  software  is  being  devised  to  help 
deafblind  people  communicate. 

Other  projects  are  designed  to  give  users  a  real 
opportunity  to  say  what  they  think  about  Sense 
services.  Two  pilot  weekends  are  planned  for 
young  people  who  use  Sense  holiday  services. 
The  weekends  will  be  a  mixture  of  activity,  fun 
and  straight  talking  about  what  these  Sense  users 
want  out  of  their  holiday  service.  Already  Sense 
holiday-makers  have  helped  redesign  the  holiday 
brochure  so  they  can  use  it  more  easily,  a  simple 
but  practical  example  of  how  user  involvement 
can  make  a  difference. 

Now  Sense  is  taking  consultation  to  the  very 
top.  Two  groups  are  being  set  up  for  deafblind 
people  to  help  shape  Sense  policy  on  transport, 
mobility  and  other  issues.  And  in  March  1999, 
Sense  plans  a  mass  lobby  of  Parliament  to  raise 
awareness  among  decision  makers,  the  media  and 
the  public. 

For  Angie  Lee-Foster  and  many  within  Sense, 
involvement  for  service  users  means  providing 
opportunities  for  people  to  contribute  at  whatever 
level  they  can  and  wish  to  do  so.  It  also  means 
finding  a  balance  between  the  needs  and  rights  of 
congenitally  deafblind  people  and  those  with 
acquired  deafblindness     and  enhancing  the 
quality  of  life  for  both.  For  some  Sense  users 
involvement  means  choosing  where  to  go  today; 
for  others  it  means  choosing  to  knock  on  the 
doors  of  Parliament  itself. 


slowly  shifting  - 
an  understanding 
that  staff  do  things 


'with'  rather  than 


'for'  residents 
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What  I  like 


about  Sense 


holidays  is  that 
you  always  give 


me  a  choice 


Advocacy 


Listening 

A  key  aspect  of  user  involvement  is  finding  out  what  users  want  from 
Sense.  But,  given  the  communication  difficulties,  how  can  many  Sense 
users  contribute  their  views?  Joff  McGill  talks  to  Talking  Sense  about  the 
first  of  two  pilot  weekends  intended  to  get  to  the  heart  of  users'  views. 


Mid-November  is  not  the  most  obvious  time  to 
take  a  holiday  weekend  in  the  Peak  District,  but 
this  was  a  weekend  with  a  difference.  The  three 
young  people  holidaying  in  the  Buxton  cottage 
were  helping  to  test  a  new  approach  to 
understanding  users'  views  on  Sense  services. 
'We  wanted  to  find  out  what  users  think  about 
Sense  services  in  general  and  holiday  services  in 
particular,'  says  Joff  McGill  from  the  Voluntary 
Services  Team.  'We  thought  a  holiday  weekend 
would  be  attractive  to  our  target  group  and  would 
give  us  the  time  needed  to  probe  their  views.'  The 
weekend  was  offered  to  a  number  of  people  using 
the  holiday  service,  tempting  them  with  a  mix  of 

discussion  and 
activities,  from 
making  pizzas  to  a  trip 
to  the  pub  and  the 
local  swimming  pool. 
It  is  by  no  means 
the  first  time  Sense 
has  tried  to  get  at 
holiday  makers' 
opinions.  'We  have 
always  evaluated  our 
holiday  service  by 
sending  out 
questionnaires  to  the 
participants,'  says  Joff, 
'but  it's  usually  the 
families  who  fill  them 
in.  We  wanted  to  ask 
the  holiday  makers 
themselves.' 


Advice  and 
Information 


These  cards,  representing  different  services, 
were  shown  to  the  Sense  users 
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Picture  this 

But  this  is  far  from  easy.  As  well  as  impaired 
hearing  and  sight,  many  Sense  holiday  makers 
have  some  degree  of  learning  difficulties  and  few 
would  find  it  easy  to  give  their  views  by 
conventional  means.  The  staff  team  needed  to  be 
creative  about  how  to  probe  people's  opinions. 
And  so  the  idea  came  about  of  using  simple 
illustrations,  to  reinforce  communication  by  sign 
language  and  speech.   'We  started  off  by  showing 
people  cards  representing  different  Sense 
services,  asking  them  which  they  knew  about  and 
how  important  they  were  to  them,'  Joff  explained. 


m^^^^k 

K=^ 

^m. 

My  own  roorr 

Share  my  room 

0 

© 

Small  group 


Medium  group 


These  cards  were  designed  to  find  out  Sense  users' 
preferences  on  their  holiday 


to  users 


'Perhaps  it  wasn't  surprising  that  some  of  the 
names  we  use,  such  as  'respite  care',  didn't  mean 
much  until  we  explained  who  was  involved  in  the 
service.  For  instance,  Luke  realised  he  knew  of 
his  local  Sense  branch  when  we  mentioned  the 
name  of  its  organiser.  We  found  that  the  group 
remembered  the  staff  who  had  worked  with  them, 
which  just  shows  the  importance  of  the  staff  on 
the  ground.  But  it  was  also  encouraging  that 
everyone  recognised  our  logo  and  Sense  as  an 
organisation.' 

The  holiday  service  was,  perhaps  inevitably, 
the  one  this  group  could  most  readily  identify 
with  and  the  participants  were  keen  to  tell  the 
Voluntary  Services  Team  what  they  liked  or  didn't 
like  about  the  service.  Again,  illustrations  were 
used  to  prompt  discussion.  Where  did  the 
participants  like  to  spend  their  holidays?  What 
size  of  group  did  they  like  to  be  in?  Did  they  like 
a  room  to  themselves  or  did  they  prefer  to  share? 
Did  they  like  volunteers  of  both  sexes  in  the  party 


or  did  they  prefer  same-sex  helpers?  Which 
activities  did  they  most  enjoy? 

Top  marks  for  Sense  holidays 

A  great  deal  of  information  came  out  of  the 
weekend  which  the  team  are  still  evaluating. 
Much  of  the  feedback  on  Sense  holidays  was  very 
positive.  All  three  participants  enjoyed  being  with 
others  like  themselves  and  the  opportunity  to 
make  friends,  though  all  would  prefer  the  groups 
to  be  smaller.  Other  aspects  of  the  service  were 
appreciated  too:  'What  I  like  about  Sense 
holidays  is  that  you  always  give  me  a  choice,'  said 
Luke.  T  can  decide  whether  I  want  to  help  with 
the  washing  up  or  the  shopping.'  And  it  was  clear 
that  all  three  enjoyed  the  weekend  itself:  'They 
valued  being  listened  to,'  as  Joff  put  it. 

Another  pilot  weekend,  to  be  held  with  a 
teenage  group  in  spring  '99,  will  provide  further 
user  views  and  test  the  method  with  younger 
people.  Senior  managers  responsible  for  running 
the  holiday  service  will  be 
watching  the  outcome  with 
interest,  as  will  those  who  are 
trying  to  bring  about  greater  user 
involvement.  It's  a  modest 
beginning  to  a  huge  task,  but 
as  a  consultation  exercise,  this 
is  surely  second  to  none. 


The  staff 


team  needed  to 


be  creative  about 


how  to  probe 


people's 


opinions 


These  cards  were  designed  to  find  out  what  the 
holidaymakers  liked  doing  on  their  holiday 
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With  users 


Madie  Chapman, 
MindLink  Coordinator 


MindLink 


credible  if  everyone 


involved  knows 


what  it  means  to 


battle  with  mental 


distress 


Mind,  the  National  Association  for 

Mental  Health,  has  a  long  track 

record  in  involving  its  users. 

Madie  Chapman,  the  Coordinator 

of  MindLink,  spoke  to  Talking 

Sense  about  Mind's  journey 

towards  greater  user  involvement. 

From  Mind's  headquarters  in  London,  Madie 
Chapman  and  a  part-time  assistant  run  the 
charity's  user  network,  MindLink.  Founded 
over  ten  years  ago,  MindLink  provides  a  voice  for 
1 ,200  people  who  use  Mind  services,  or  those  of 
the  NHS,  and  who  often  describe  themselves  as 
'survivors' of  mental  illness.  MindLink 
specifically  excludes  families,  carers  and 
professionals  involved  in  mental  health,  all  of 
whom  have  other  ways  of  getting  support  from  or 
affiliating  to  the  charity.  The  focus  on  users  alone 
means  that  MindLink  offers  a  unique  forum  for 
those  with  personal  experience  of  mental  health 
problems. 


A  matter  of  opinion 

How  does  Mindlink  operate?  Members  are 
regularly  polled  for  their  opinions  of  Mind's 
policies  and  campaigns  as  well  as  receiving,  and 
contributing  to,  a  quarterly  newsletter  which  gives 
information  and  survivors'  own  stories.  A  recent 
newsletter  raised  the  issue  of  cannabis  for 
therapeutic  use,  and  currently  there  is  a  lively 
debate  about  electro-convulsive  therapy.  'A  good 
example  of  consultation  was  three  years  ago,'  says 
Madie,  'when  we  invited  people  to  tell  us  what 
they  thought  Mind  should  be  campaigning  on.  We 
had  a  huge  response  to  that  mailing,  and  though 
lots  of  ideas  came  up,  the  overwhelming  majority 
supported  a  campaign  on  discrimination, 
something  which  affects  the  lives  of  many  people 
with  mental  distress.  So  we  wrote  back  to  our 
members  and  asked  them  to  give  us  examples  of 
how  discrimination  had  affected  them.  We  had  a 
thousand  replies!  The  results  were  published  in  a 
report  'Not  just  sticks  and  stones'  which  got 
fantastic  media  coverage.  It  was  probably  the  best 
campaign  we  have  ever  done.' 

The  involvement  of  users  does  not  stop  there. 
MindLink's  National  Advisory  Panel  is  made  up 
of  user  representatives  from  each  of  Mind's 
regions.  The  panel  meets  twice  a  year  and  offers 
the  group  an  opportunity  to  raise  issues,  query 
policies  and  even  grill  the  Chief  Executive,  Judi 
Clements,  who  attends  the  meetings.  Mind  does 
all  it  can  to  encourage  attendance  by  members  by 
meeting  all  their  expenses  and  those  of  a 
companion  if  they  cannot  travel  alone.  Once  on 
the  National  Panel,  members  can  be  elected  onto 
specialist  committees  and  MindLink  also  has  a 
representative  on  the  Council  of  Management, 
who  serve  as  Mind's  trustees.  'To  be  effective, 
user  involvement  has  to  be  everywhere,'  says 
Madie. 

In  at  the  grassroots 

MindLink  is  not  the  only  way  in  which  users  are 
involved  in  the  charity.  With  seven  regional 
offices  and  220  affiliated  but  autonomous  local 
groups,  Mind  is  the  second  largest  provider  of 
services  to  people  with  mental  health  problems 
after  the  NHS.  User  involvement  in  the  services  is 
one  of  the  quality  standards  local  groups  must 
adhere  to.  Every  committee  must  have  at  least  one 
user,  and  services  are  monitored  by  a  'peer 
review'  process  in  which  one  of  the  reviewers  is  a 
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user.  It  is  another  expression  of  what  Madie 
describes  as  the  'symbiotic  relationship'  between 
users  and  the  charity. 

Listening  to  whose  views? 

To  what  extent,  though,  are  MindLink  members 
really  typical  of  the  people  they  claim  to 
represent?  'Obviously  some  people  are  going  to 
be  excluded  ,  perhaps  because  they  are  just  too  ill. 
And  we  know  we  are  under-represented  in  some 
areas,'  says  Madie;  'the  gender  and  age  balance  is 
reasonable  but  members  are  predominantly  white 
and  we  are  working  to  recruit  more  people  from 
ethnic  minorities.  We  want  to  put  our  material 
onto  tape  and  in  minority  languages  so  that  we 
can  extend  access,  but  obviously  there  is  a 
resource  issue  here.  Members  come  from  all 
kinds  of  backgrounds:  some  are  professional 
people  in  high-profile  jobs  while  many  are 
unemployed;  a  few  are  in  secure  hospitals  for 
their  own  safety.  To  us,  it  doesn't  matter  whether 
the  members  are  truly  representative  or  not; 
everyone's  views  are  valid.' 

The  scheme  would  be  more  representative  if 
MindLink  had  the  resources  to  recruit  and  support 
additional  members.  Madie 's  towering  in-tray 
demonstrates  the  scale  of  the  task.  She  and  her 
assistant  produce  six  or  seven  mailings  a  year, 
support  the  National  Panel,  provide  training  and 
deal  with  all  the  responses  they  get  from 
members.  For  Mind,  this  represents  a  substantial 
investment  and  many  would  argue  it's  still  not 
enough. 

A  matter  of  rights 

So  why  has  Mind  gone  down  this  route?  Madie 
Chapman  has  no  doubt  that  it  is  simply  'the  right 
thing  to  do.  It's  a  moral  issue.  Yes,  it  involves 
substantial  resources  to  run  the  service  but  it  pays 
dividends.  Not  least  it  gives  Mind  a  great  deal  of 
credibility.  It  also  gives  us  some  marvellous 
stories  which  help  with  our  campaigns  and  our 
fundraising.'  Mind's  track  record  in  user 
involvement  is  such  that  other  bodies,  such  as  the 
Royal  College  of  Psychiatrists  and  even  the 
Secretary  of  State  for  Health,  ask  for  Minds  help 


in  recruiting  people  with  experience  of  mental 
illness  to  their  own  groups  and  think-tanks. 
I  asked  Madie  whether  users  were  being 
offered  a  voice  or  whether  they  were  envisaged  as 
having  control  of  the  charity's  affairs.  'We  give 
users  an  opportunity  to  be  heard  and  to  steer 
Mind.  We  don't  envisage  user  control  because  we 
wouldn't  want  to  lose  the  voices  of  people  we 
value  just  because  they  haven't  had  a  mental 
illness.  As  it  is,  a  third  of  our  trustees  are 
survivors  of  mental  illness  and  about  a  quarter  of 
the  staff.'  Madie  herself  is  a  survivor.  'It  was  a 
requirement  of  the  job.  MindLink  can  only  be 
credible  if  all  involved  in  it  know  what  it  means 
to  have  battled  with  mental  distress.' 

A  valued  partnership 

What  does  user  involvement  mean  to  those  able  to 
take  advantage  of  it?  Does  it  help  them  to  know 
they  will  be  listened  to?  'Oh  yes,'  was  Madie's 
emphatic  reply.  'MindLink  members  have  been 
very  supportive.  We  monitor  the  scheme  regularly. 
Some  members  just  want  the  information  we  send 
them,  others  value  belonging  to  a  network  of 
people  like  themselves  -"Knowing  I'm  not 
fighting  this  battle  alone",  as  one  member  put  it. 
But  others  feel  that  MindLink  empowers  them.' 
One  member  wrote,  T  respect  the  efforts  made  to 
involve  those  whom  Mind  represents.  I  am  hoping 
it  will  become  user  led  or  even  user  controlled  in 
the  future.' 

For  one  MindLink  member,  the  scheme 
proved  a  catalyst.  Five  years  ago  Brian  was  unable 
to  leave  his  own  home  as  a  result  of  severe 
agoraphobia.  Gradually  he  became  involved  in 
Mind  and  started  going  out  with  people  he 
trusted.  Now  he  is  a  representative  on  the 
National  Panel  and  other  bodies,  attending 
meetings  all  over  the  country.  'Obviously  Brian 
brought  about  his  own  recovery,  but  I  think 
MindLink  helped  him,'  says  Madie.  'We  made 
him  feel  valued.' And  that,  surely,  is  justification 
enough  for  involving  the  user. 
Mind  can  be  contacted  at  Grants  House, 
15-19  Broadway,  London  E15  4  BQ. 
Tel.  0181-519  2122. 
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FOCUS  ON 
INVOLVEMENT 


Moving  on, 
moving  forward 


When  deafblind 

residents  move  into 

a  new  group  home 

all  sorts  of  issues 

need  to  be 

considered.  Here 

Asun  Snow  from 

Sense  North 

describes  the 

planning  process 

designed  to  make 

the  transition  as 

smooth  as  possible 

-  for  service  users 

and  staff 


Families  need 


to  be  involved  as 


much  as  possible 
in  the  whole 


process 


Moving  is  a  central  part  of  life  .  For  a  whole 
range  of  reasons  many  of  us  choose  to  move 
our  lives  from  one  place  to  another. 

However,  when  we  have  lived  in  the  same 
place  for  years  and  then  decide  to  move,  there  is 
always  a  mixture  of  feelings  -  excitement, 
apprehension,  insecurity.  It  can  be  stressful,  but 
usually  we  feel  that  our  decision  will  improve  the 
quality  of  our  lives 

Before  moving  we  may  have  already  tried  to 
familiarise  ourselves  with  our  new  environment 
by  visiting  the  new  area  and  exploring  the 
surroundings  ,  looking  for  supermarkets  and 
finding  out  about  services  .  We  may  also  have 
started  to  plan  ahead  -  thinking  about  where  that 
piece  of  furniture  will  go  or  how  to  decorate  that 
dark  corner.  We  are  probably  looking  forward  to 
the  move,  to  having  things  sorted  out,  a  place  for 
everything,  and  getting  back  to  our  own  routine. 

We  may  also  be  concerned  about  people: 
about  our  relationships  in  our  new  neighbourhood, 
at  work,  making  new  friends. 

Three  stages 

When  moving  our  base  there  are  three  stages  - 
the  before,  during  and  after.  Generally  we  spend  a 
lot  of  time  planning  the  first  two  stages  but  when 
they  happen  it  all  seems  to  go  very  quickly.  After 
that ,  we  expect  everything  to  be  easier,  though  in 
reality  it  often  takes  longer  than  we  hope  to  adapt 
to  our  new  life. 

One  of  the  hardest  feelings  is  that  we  have  lost 
our  past,  reference  points,  routines.  Everything 
around  us  is  different.  There  are  new  people  with 
different  behaviours  and  approaches.  We  will 
develop  fresh  routines  which  relate  to  the  changed 
context  but  we  need  time  to  do  this  and  to  adjust 
physically  and  emotionally  to  the  situation. 

I  he  whole  process  of  contextual  change  needs 
a  great  deal  of  energy  and  is  often  very  stressful  - 
however  well  we  plan! 

Moving  the  context  of  a  deafblind 
person 

We  need  to  transfer  these  experiences  each  time 
we  open  a  new  residential  group  home  for 
congenitally  deafblind  adults.  One  significant 


additional  issue,  though,  which  we  need  to 
consider,  is  that  we  have  a  degree  of  knowledge 
and  thus  control  over  the  situation  that  is  lacking 
for  most  of  the  people  with  whom  we  work.  They 
may  not  have  the  communication  or  language  to 
express  their  feelings,  needs,  choices.  So  we  need 
to  provide  support  which  enables  them  to  have  a 
transition  time  which  is  as  smooth  and  stress-free 
as  possible. 

When  considering  the  processes  involved  in 
moving  the  context  of  a  deafblind  person  we  can 
see  how  important  it  is  that  the  transitional 
planning  takes  into  account  the  anticipation  of  the 
event  (before),  familiarisation  with  the  new 
home/environment  (during) ,  the  establishing  of 
new  routines  as  soon  as  possible  (after) ,  and  the 
building  of  relationships  with  new  people. 

These  processes  relate  to  the  needs  of  the 
deafblind  people,  but  the  complex  situation 
involves  not  only  new  deafblind  people  (at  least 
new  to  us)  but  also  new  staff.  It  is  also  important 
that  planning  attention  is  given  to  their  training 
and  information  needs. 

Opening  a  new  group  home 

Recently  we  opened  the  third  group  home  in 
Sense  North  in  Leeds.  Although  the  process  is 
similar  every  time,  the  whole  situational  context 
is  different.  Some  of  the  deafblind  people  have 
been  living  in  hospitals  for  many  years;  others 
have  been  living  in  groups,  homes,  or  with 
families. 

Below  is  a  description  of  the  programme 
planning  process  that  is  involved  when  we  open  a 
new  group  home  with  new  staff. 

Factors  to  take  into  account 

•  Information 

•  Assessment 

•  Planning 

•  Training 

•  Placement 

•  Evaluation 

Information 

We  need  to  gather  information  about  the  new 
service  users.  There  can  be  many  people  involved 
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in  their  current  situation,  including  carers,  both 
family  and  professionals,  and  various  services  and 
centres.  However  very  often  there  is  no  link  or 
contact  between  them. 

Our  first  challenge  is  to  put  together  a 
complete  picture  of  the  service  user's  life.  This 
involves  identifying  key  workers,  tutors  at 
training  centres,  medical  staff  and  other  involved 
professionals.  These  people  play  a  central  part  in 
the  process.  Gathering  information  can  be 
difficult  -  sometimes  due  to  an  uninterested 
attitude  from  professionals,  but  also  because  of 
emotional  issues  when  people  who  have  been 
working  with  them  for  many  years  find  it  difficult 
to  cope  with  the  'loss'  of  their  service  users. 

At  this  stage,  too,  families  sometimes  need  a 
great  deal  of  support  to  liberate  them  from  their 
guilt.  It  can  be  difficult  for  them  to  give  their  trust 
to  the  'new  family'  and  so  many  of  their  feelings 
may  be  projected  onto  the  service  users.  If  the 
necessary  trusting  relationships  are  to  develop, 
families  need  to  be  involved  as  much  as  possible 
in  the  whole  process. 

Assessment 

Assessments  are  an  important  start  to  any  planned 
programmes  and  information  must  be  gathered 
which  is  fundamental  to  our  own  24-hour 
programme  -  systems,  diaries,  routines,  day  and 
weekly  activities  and  so  on. 

Assessment  of  service  user  needs  is  an 
ongoing  process,  but  during  this  initial  period 
functioning  levels  need  to  be  established  using  the 
seven  curriculum  areas  which  underpin  our 
working  systems  and  from  which  the  first 
individual  planning  programme  will  be  written. 

As  part  of  this  process,  a  video  record  is  made 
in  different  places  and  situations.  This  is  an 
important  tool  both  for  assessment  and  for 
passing  on  information  to  new  staff  during 
induction  training.  During  this  training  period,  the 
results  of  all  the  information  gathered  and  the  full 
assessments  will  be  shared  and  discussed. 

Planning 

At  a  very  early  stage  plans  are  made  to  enable 
service  users  to  visit  their  new  homes.  They  can 
begin  to  familiarise  themselves  with  their  new 
home/environment  and  start  leaving  some  of  their 
personal  possessions  in  order  to  establish  links. 

Training 

Training  is  the  key  to  this  planning  process. The 
quality  of  the  service  will  depend  on  the 
knowledge  and  skills  of  those  who  are  going  to 
work  with  the  new  service  users. 


Two  weeks  of  induction  training  is  organised 
for  staff  in  each  new  group  home  before  it  is 
opened.  The  training  programme  is  drawn  up  to 
meet  the  specific  needs  of  the  new  service  users 
and  new  staff.  Training  covers  vision,  hearing, 
deafblindness,  communication  systems, 
developing  communication,  challenging 
behaviour,  and  working  with  families.  The  staff 
will  look  at  videos  and  review  information  about 
and  assessments  of  the  new  service  users.  There  is 
also  training  on  the  educational  and  residential 
systems  that  are  going  to  form  the  basis  of 
working  practices. 

During  these  two  weeks  new  staff  meet 
service  users  in  their  current  homes  and  also  key 
workers  are  selected. 

Placement 

When  the  induction  training  is  finished  staff 
spend  time  in  other  group  homes,  at  college  and 
community  bases  with  our  current  service  users 
and  staff,  and  with  service  users  with  whom  they 
are  going  to  work  . 

Evaluation 

At  the  end  we  have  a  general  assessment  meeting 
to  review 

•  training 

•  placements 

•  where  we  are  now. 

The  final  step  is  to  plan  the  most  important 
part  of  all  -  the  actual  move  to  the  new  house  and 
context!  You  can  read  more  about  this  in  future 
editions  of  Talking  Sense. 


Asun  Snow, 
pictured  here  with 
Curtis  Huggins 


the  key  to  the 
planning 


process 
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QUALITY  CYCLE 


In  the  summer 

Talking  Sense, 

Virginia  Von 

Malachowski 

set  the  Quality 

Cycle  spinning. 

Here  she 

describes  how 

these  new 

initiatives  are 

being  put  into 

action. 


Quality 

street 


Making  a  plan 

In  my  last  article  I  described  the  Quality  Cycle 
and  how  it  can  be  used  to  guide  organisational, 
service  and  individual  efforts  to  improve.  This 
approach  was  used  in  Sense's  recent  strategic 
planning  activities  and  is  already  evident  in  the 
Operational  Service  Evaluation  process. 

And  now,  work  is  underway  to  set  standards  in 
our  Charitable  and  General  Services  to  start  the 
process  across  the  organisation.  Ultimately,  we 
should  have  mechanisms  to  generate  objective 
information  which  will  help  us  to  judge  the 
quality  of  all  of  all  the  things  we  do  -  and  Sense 
will  be  able  to  use  that  objective  information  to 
help  in  strategic  planning  and  management. 

This  article  describes  some  of  the  main  tools 
which  are  being  launched  to  enable  the  quality 
cycle  to  be  effective  in  initiating  and  achieving 
better  services. 

Setting  a  standard 

The  first  of  these  -  the  New  Mission  Statement  - 
clarifies  Sense's  direction  for  the  next  strategic 
period.  The  statement  sets  out  a  vision  for  Sense 
to  aspire  to,  including  reaching  more  deafblind 
people  and  expanding  services. 

From  that  vision  we  have  developed  Standards 
of  Service  Operation.  This  document  has  been 
delivered  to  Sense's  Regions  and  we  have  begun 
to  use  it  in  service  audits.  The  service  standards 
cover  performance  in  all  Sense's  operations  and 
help  us  to  look  at  the  quality  of  the  following: 

•  the  planning  and  managing  of  resources 

•  the  home,  community,  learning  and  working 
environments 

•  assessment  and  individual  planning  with 
deafblind  people 

•  how  general  principles  of  quality  care  are 
being  implemented 

•  how  specialist  principles  of  working  with 
deafblind  people  are  being  put  into  practice. 
For  each  of  these  sections,  general  standards 

have  been  established,  followed  by  specific 
measurable  performance  criteria,  and  suggested 
evidence  which  could  be  drawn  upon  to  check 
whether  the  criteria  have  been  achieved  or  not. 
I  hesc  standards  explicitly  set  out  what  Sense 


expects  and  should  help  supervisors  and  staff 
understand  what  a  good  service  should  consist  of. 

Although  currently  only  used  during  service 
audits  by  the  Policy  and  Quality  Officer,  the 
standards  would  be  more  effective  in  guiding 
practice  if  they  were  used  by  local  supervisors 
and  staff  and  backed  up  by  detailed  information. 
All  services  will  soon  receive  their  own  copy  of 
their  service  standards. 

Just  the  job 

Alongside  these  standards  we  have  also  begun  to 
set  staff  performance  standards  -  called 
Competency  Based  Job  Descriptions.  Although 
only  a  few  job  roles  have  these  so  far,  we  intend 
to  set  out  all  job  descriptions  in  this  way.  The 
goals  of  the  job  description  will  be  cross 
referenced  with  the  service  standards  -  although 
it  is  understood  that  individuals  combine  in  a 
team  to  deliver  a  quality  service  to  achieve  the 
standards. 

The  Competency  Based  Job  Description  helps 
us  to  look  at  individual  performance  rather  than 
tasks.  Performance  is  described  as  'below', 
'satisfactory'  and  'above  performance'  level.  In 
this  way  individual  staff  and  their  supervisors 
should  be  clear  about  the  performance  that  is 
required. 

Feel  the  file 

Having  clarified  how  we  want  to  perform,  both  on 
an  individual  and  service  level  we  identify  what  is 
needed  to  help  us  make  that  change  or 
improvement. 

Two  new  initiatives  should  be  highlighted 
here.  Firstly,  A  new  Master  Policy  File  has  been 
delivered  to  each  region  where  we  have  organised 
and  clarified  current  policy  procedures.  The  file 
contains  the  following  sections: 

•  strategic  policies  and  papers 

•  general  policies  and  papers 

•  operational  policies 
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•  human  resources  policies 

•  finance  policies 

•  PR  and  communication  policies 

•  public  policies. 

A  review  process  has  been  agreed  and  the 
Policy  and  Quality  Team  will  oversee  the  drafting, 
monitoring,  evaluation  and  review  of  all  Sense 
policies.  The  team  will  also  ensure  all  master  files 
are  supplied  with  current  hard  and  disk  copies  of 
policies. 

Meeting  standards 

The  Core  Induction  Modules  are  another 
significant  initiative.  These  are  designed  to  give 
all  staff  the  skills  and  knowledge  to  meet  the 
minimum  standards  in  their 
service/department/team.  The  modules  will 
require  some  local  teaching,  and  require  staff  to 
read,  interview  and  demonstrate  their 
understanding  by  completing  worksheets. 

All  Sense  staff  will  complete  modules  on:  An 
Introduction  to  Sense,  Health  and  Safety,  Values 
into  Action,  and  will  complete  either  Introduction 
to  Deafblindness  or  Working  with  Children  and 
Adults  with  Congenital  or  Acquired 
Deafblindness  depending  on  whether  they  work 
directly  or  indirectly  with  users. 

These  modules  are  meant  to  represent  the 
minimum  input  a  staff  member  should  receive 
during  their  six  months  induction,  and  should  be 
supplemented  by  local  information.  Sense  is  also 
planning  follow-on  modules  relating  to  training 
and  development  for  more  experienced  practice 
staff.  This  should  also  prepare  people  for  possible 
entry  to  the  professional  diploma  course  being 
developed  by  Sense  and  other  organisations.  It  is 
anticipated  that  the  diploma,  a  qualification  for  all 
workers  in  the  field  of  deafblindness,  will  be 
accredited  next  spring  with  full-time  and  distance 
learning  options  available. 

How  are  we  doing? 

It  is  obvious  that  quality  services  can  only  be 
delivered  by  quality  staff-  and  that  investment  in 
staff  skills  and  knowledge  is  critical  if  Sense  is  to 
improve  its  specialist  service  delivery.  The 
induction,  ongoing  training,  and  professional 
qualifications  are  designed  to  help  staff  achieve 
minimum  competency  levels  and  deliver  a  service 
to  match  and  exceed  the  standards  of  operation. 
The  mechanism  we  can  use  to  check  whether 
those  improvements  are  happening  is  through 
supervision  or  service  performance  monitoring. 
Amongst  the  tools  still  being  piloted  are 
Outcomes  Measures.  A  group  of  practitioners  in 
adult  services  have  developed  three  measurement 
tools  which  will  help  measure  the  impact  of  our 
work.  This  is  done  by  assessing  long-term  change 


in  communication,  challenging  behaviour  and 
mobility  amongst  service  users.  These  tools 
should  allow  services  to  look  at  their  impact  over 
time  and  also  look  at  comparative  work  across  the 
different  Sense  regions. 

Evaluation  is  complex  and  needs  to  be  based 
on  objective  relevant  information.  This  is 
achieved  at  an  organisational  level  through  the 
audit  process  but,  clearly,  managers  need  regular 
monitoring  and  evaluation  opportunities  to 
improve  their  service/team  delivery.  People  are 
encouraged  to  use  relevant  standards  to  steer 
change  and  to  use  the  operational  plans  to  steer 
and  monitor  innovation  and  development. 

Work  is  planned  with  managers  to  help  them 
use  and  interpret  the  Operational  Standards  on  a 
day  to  day  basis.  The  operational  audits  also 
reveal  Sense-wide  issues  as  well  as  service 
specific  issues.  We  have  seen,  for  example,  that 
recruitment  is  a  widespread  problem.  As 
mentioned  earlier,  the  evaluation  process  is  being 
set  up  for  Charitable  and  General  Services  as 
well.  The  target  is  that  the  first  Charitable  Service 
Panel  will  be  audited  next  spring  and  the  General 
Service  Audit  Panel  will  be  ready  to  receive 
audits  in  autumn  1999. 

Let's  go  round  again 

The  final  part  of  the  Quality  Cycle  reminds  us  to 
integrate  the  information  from  our  evaluation  into 
future  practice.  Where  we  identify  good  practice 
we  should  create  opportunities  to  share  it,  where 
problems  and  difficulties  are  experienced  we 
should  ensure  lessons  are  learnt  to  avoid  the  same 
mistakes  being  made  again. 

Some  activities  are  already  underway  to 
achieve  this,  and  at  a  practitioner  level  we  have 
set  up  seminars  on  Health  and  Welfare  and 
Communications  and  an  insert  into  Making  Sense, 
Sense's  staff  newsletter  which  is  called  'Practice 
Exchange'. 

If  we  use  the  Quality  Cycle  to  guide  us,  we 
can  embark  on  a  journey  to  actively  improve 
Sense's  overall  performance.  The  cycle  keeps  us 
on  track,  helps  us  ensure  we  don't  miss  out  any 
critical  steps  and  provides  us  with  a  shared,  action 
oriented  approach  to  enable  us  improve  quality. 


Michael  Clegg  explains 

the  new  Master  Policy 

File  to  Jacqueline  Galyer 


If  we  use 


the  Quality  Cycle 
to  guide  us. 


we  can  embark 


on  a  journey  to 
actively  improve 


Sense's  overall 


performance 
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FEATURE 


As  we  move 

towards  the 

Millennium, 

Rodney  Clark 

describes  a  new 

book  about 

Homerton 

School  for  the 

Deaf  which 

takes  us  back  to 

the  turn  of  the 

century. 


The  birth  of 


deafblind 


Homerton  1900-1921,  is  in  two  parts:  firstly  a 
short  history  of  the  school,  and  secondly  a  most 
engaging  collection  of  photographs  taken 
during  its  short  life  on  the  Homerton  site, 
before  moving  to  Buckinghamshire  in  1921. 

The  authors 

We  are  indebted  to  two  champions  of  deaf  and 
deafblind  education,  Eileen  'Mollie'  Johnson  and 
Doreen  Woodford,  both  members  of  Sense's 
Advisory  Council,  for  making  this  fascinating 
history  available  to  us.  Mollie  Johnson  was  Head 
Teacher  at  the  Old  Kent  Road  School  for  the  Deaf 
from  1948-59,  as  some  of  our  older  parents  will 
remember  with  gratitude,  and  then  an  immensely 
influential  force  for  good  as  an  Inspector  in  the 
Ministry  of  Education.  Mollie  died  a  few  years 
ago  (see  Talking  Sense,  Summer  1996)  and 
amongst  her  possessions  was  a  photograph  album 
of  the  Homerton  School. 

Doreen  Woodford,  a  great  friend  and 
colleague  of  Mollie 's,  is  supposed  to  be  a  retired 
teacher  of  the  deaf.  This  indefatigable  lady,  a 
revered  teacher  in  her  time  and  past  President  of 
the  British  Association  of  Teachers  of  the  Deaf, 
has  since  1985  been  the  driving  force  behind  an 
international  NGO  -  'Initiatives  for  Deaf 
Education  in  the  Third  World'.  Initiatives'  support 
for  deaf  education  and  deaf  professionals  in 
education  takes  Doreen,  seemingly  fearlessly,  to 
some  of  most  uncomfortable  parts  of  the  world: 
The  Congo,  Afghanistan  as  well  as  other  parts  of 
Africa  and  the  Middle  East. 

Into  the  light 

When  Doreen  found  the  photographs  amongst 
Mol lie's  possessions,  she  set  to  work  to  bring  this 
fascinating  story  to  a  wider  readership.  Homerton 
School  in  East  London  was  opened  by  the  legendary 
frank  Barnes  and  was  a  pioneering  project.  For  the 
first  time,  provision  was  made  for  'those  backward 
or  defective  children,  whose  presence  in  the 
ordinary  centres  is  found  to  be  an  hindrance  to 
the  progress  of  the  classes;  or  whose  medical  or 
physical  condition  demands  special  treatment.' 
(The  Teacher  of  the  Deaf    Vol.1,  No.2,  p61). 
For  many  years,  we  believed  that  'Pathways' 


Criscuoli,  a  blind-deaf  boy,  making  a  sandcastle 


Ivy  Swann  and  Albert  Criscuoli 

set  up  at  RNIB  Condover  Hall  School  in  the  early 
1950s  was  the  first  deafblind  unit  in  the  United 
Kingdom.  But  how  wrong  we  were! 

Photos  come  to  life 

A  number  of  the  photographs  show  'Miss 
Heppel's  Blind-Deaf  Group'  and  their  subjects 
seem  to  almost  leap  from  the  page.  Another  is  of 
a  pupil,  Albert  Criscuoli,  making  a  sandcastle, 
and  others  show  pupils  and  staff  using  the 
deafblind  manual.  The  history  contains  a  chapter 
'The  Blind-Deaf  in  which  Doreen  reports  on  her 
research:  'By  1911,  it  was  stated  that  50  such 
pupils  were  known  in  Great  Britain  to  be  blind- 
deaf  and  ...  representatives  from  the  College  of 
Teachers  of  the  Blind  and  the  Joint  Examination 
Board  for  Teachers  of  the  Deaf  met  to  discuss  the 
qualifications  'necessary  for  teachers  of  blind- 
deaf  children  and  ...to  discuss  a  proposal  to  build 
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education 


in  the  UK? 


a  residential  school'  (The  Teacher  of  the  Deaf, 
Vol.1,  pi 57). 

Touching  the  past 

Doreen  and  I  were  intrigued  to  find  out  if  any  of 
these  pupils  might  still  be  alive,  and  found  three, 
aged  between  93  and  100.  One  of  them,  Ethel 
Buckley,  then  Ethel  Whalley,  is  pictured  here, 
aged  15,  writing  and  rehearsing  a  play  called  'The 
Old  Woman  in  the  Shoe'.  Ethel  is  now  93  and 
lives  in  a  retirement  home  in  in  Hampshire  where 
I  visited  her  in  October. 

Ethel  told  me  that  she  had  been  born  in 
Clerkenwell,  and  was  therefore  a  real  Cockney. 
Even  though  profoundly  deaf  for  most  of  her  life, 
she  has  amazingly  good  speech,  the  results  of  an 
exceptionally  good  deaf  education.  She  said  that 
she  had  not  much  enjoyed  her  school  years  or 
being  'in  service'  before  her  marriage,  because,  T 
did  not  know  what  to  call  it  then,  but  now  we  call 
it  frustration  -  this  was  something  I  felt  all  the 
time  as  a  girl.'  Ethel  left  the  school  when  it  closed 
in  1921  -  T  was  the  last  one  to  leave'  -  married 
Mr  Buckley  when  she  was  28  and  had  three 
children,  a  boy  and  two  girls.  Her  son  died  at  21 
months  but  her  two  daughters  Margaret  and 
Brenda  survived  and  today  Ethel  has  five  grand- 
children and  five  great  grand-children  with  two 
more  on  the  way  When  she  received  her  copy  of 
the  book,  she  asked  one  of  her  grandsons  if  he 


Ethel  Whalley  in  1920 


could  find  her  photograph  in  it,  and  he  went 
straight  to  it. 

A  lifetime  of  friendship 

Amidst  the  frustrations  though,  there  were  some 
very  happy  times.  She  remembers  vividly  the 
plays  she  and  her  fellow-pupils  put  on  and  the 
parties  for  Empire  Day  and  Christmas  Day. 
Indeed,  she  proudly  told  me  of  an  article  that  had 
appeared  in  the  Daily  Sketch:  'Ethel  Whalley: 
Deaf  and  Dumb  Authoress',  but  felt  it  necessary 
to  confess  that  she  was  helped  by  a  teacher,  Mr 
Taylor.  She  loved  gymnastics  -  'the  school  had  a 
proper  gym'  -  but  hated  laundry  and  cookery.  She 
always  enjoyed  reading,  even  when  she  went 
completely  blind  aged  48,  and  continued  reading 
until  she  was  91,  when  her  sense  of  touch  failed 
her  and  she  could  no  longer  read 
braille. 

At  the  school,  Ethel  made 
friends  with  Gertie,  the 
Headmaster's  maid  who  was 
three  years  older  than  her  -  a 
friendship  that  lasted  until  Gertie 
died  at  the  age  of  84,  10  years 
ago.  Another  close  friend  was 
her  teacher,  Miss  Coates,  who 
was  very  religious  and  who  took 
her  to  confirmation  classes. 

Ethel  told  me  that  she  is  very  happy  in  her 
present  home.  She  had  been  in  a  Home  for  the 
Blind  where  she  had  felt  quite  isolated  but  in  her 
current  home,  the  staff  have  learnt  the  manual 
and  as  a  result  she  has  a  lot  of  contact  with 
people  there. 


These  two  remarkable  books  vividly  capture  another  world,  and  an 

important  part  of  our  history.  They  are  available  from:  British  Deaf 

History  Society  Publications,  288  Bedfont  Lane,  Feltham,  Middlesex 

TW14  9NU.  Fax:  0181-893  7522.  Email:  bdhs(«  raylee.filobalnet.co.uk 


Ethel  Buckley 

(nee  Whalley)  today 


Miss  Heppel's  blind-deaf  group 
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HEALTH 


Health  promotion  for  all 


People  who  are  deafblind  and/or  have  learning  difficulties  need 
health  information  as  much  as  the  general  population.  Yet  all 
too  often  they  are  denied  this,  because  such  information  does 
not  exist  in  an  accessible  form. 

Health  Promotion  in  All  Languages,  a  conference  held  in 
Helsinki  last  September,  explored  this  area.  Organised  by  the 
Finnish  Centre  for  Health  Promotion,  participants  - 
professionals  and  users  -  from  12  European  countries, 
discussed  health  promotion  needs  of  individuals  who  are  deaf, 
have  a  visual  impairment  or  learning  difficulties. 

The  conference  aims  were: 

•  to  develop  clear  policy  statements  to  support  good  practice 

•  to  share  information  and  good  practice  across  countries' 
boundaries  and  between  users  and  specialists 

•  to  create  supportive  environments  for  health  -  removing 
physical  and  attitudinal  barriers  and  barriers  related  to 
communication 

•  to  think  about  a  time  when  individuals  can  get  appropriate 
health  material  in  a  relevant  form 

The  conference  had  an  accompanying  exhibition,  mainly 
displaying  health  promotion  work  of  Finnish  societies  for  deaf 
and  visually  impaired  people.  In  addition,  Christodoulou 
Kostakis  from  Hertfordshire  Health  Promotion  presented  a  'stop 
smoking'  package  designed  for  people  with  learning  difficulties. 
Russ  Palmer,  known  to  Usher  communities,  had  a  display 
describing  music  therapy  with  deafblind  people  and  his  'music 
floor"  development.  Linda  Long's  exhibition  focused  on  three 
areas  of  Scotland's  Health  Education  and  Information  Project: 

•  developing  integrated  learning  strategies  for  deafblind 
people 

•  the  role  of  health  logs  in  monitoring  health  issues  with 
people  who  have  severe  communication  difficulties 

•  developing  health  professionals'  awareness  of  needs  of 
families  and  individuals  with  congenital  impairments 
Several  speakers  discussed  the  difficulties  and  exclusion  felt 

by  people  who  are  deaf,  blind  or  deafblind.  There  was  a  call  for 
wider  availability  of  health  promotion  materials  in  minority 
languages,  such  as  Finnish  sign  language,  and  for  increased 
awareness  of  different  communication  needs  among 
professionals  in  education,  social  care  and  health. 


Louise  Timms,  Fiona  Hall  Jones,  Margaret  Arlow  and  Linda  Long 
attended  the  conference 

Feedback  from  workshop  participants  pinpointed  little 
health  promotion  information  aimed  at  specialised  groups. 
Available  health  promotion  resources  concentrate  on  common 
themes  such  as  AIDS,  drugs  or  pregnancy. 

However,  there  was  optimism  that  technological  advances 
could  have  a  huge  impact  on  health  promotion  and  reduce 
isolation.  Two  projects  are  being  piloted  in  Finland: 

•  video  telephony  is  used  in  10  deaf  households  in  remote 
parts  of  Finland  to  connect  people  and  coordinate  access  to 
professionals.  An  individual  can  access  a  GP  and  interpreter 
simultaneously  and  be  given  a  consultation  at  home 

•  a  multimedia  project  involving  10  schools  with  deaf  pupils 
allows  children  to  share  lessons  and  develop  joint  curricular 
and  social  activities 

The  conference  recognised  that  while  new  technology  may 
create  positive  change  it  also  poses  dilemmas.  For  example, 
Smart  Cards  could  hold  vital  health  information,  saving  people 
from  endlessly  repeating  personal  details  to  different  health 
professionals.  Unfortunately,  there  was  little  time  to  discuss 
ethical  issues  concerning  privacy  and  abuse  of  personal 
information. 

Nevertheless  the  conference  as  a  whole  was  a  constructive, 
enjoyable  experience.  It  was  greatly  enhanced  by  the 
consideration  and  hospitality  of  our  hosts. 
Linda  Long 
Health  Development  Officer 


Help  for  parent  carers 


Bringing  up  a  child  who  has  a  disability  or  special 
need  can  be  stressful  and  demanding.  Caring  for  your 
child  -  a  new  booklet  from  the  Carers  National 
Association  and  Contact  a  Family  -  aims  to  help. 
The  booklet  highlights  available  professional 
support  and  provides  parent  carers  with  practical 
pointers  on  the  kind  of  advice,  information  and 


emotional  support  that  is  on  offer.  It  also  includes 
details  of  assessments,  services  and  a  useful  directory 
of  relevant  organisations. 

Caring  for  your  child  is  available  free  to  carers 
from  Carers  National  Association, 
20-25  Glasshouse  Yard,  London  EC1A  4JT 
Tel:  0171-490  8818 


26  Talking  Sense  •  WINTER  1998 


Welcome  once  again  to  Newsleaf 


Christmas  is  nearly  here,  which  means 
one  thing  for  Sense  -  operational  plans 
and  budgets  for  next  year.  'So  what?'  I 
hear  you  say.  Why  should  you  worry  about 
Malcolm  Matthews  pouring  over 
spreadsheets  or  Barbara  Duff  creating 
matrices  for  objectives  and  targets  when 
there  is  Oxford  Street  to  be  pounded  up 
and  down  in  search  of  that  perfect  gift. 
Well,  operational  plans  are  when  all 
those  ideas  about  supporting  deafblind 
people  and  their  families  are  made  into 
action  plans  for  every  region  and 
department.  And  yes,  families  are  involved. 
Take  two  examples  in  this  issue  of 
Newsleaf: 

•    families  have  given  feedback  on  this 
year's  holiday  programme  and 
suggested  ways  we  could  celebrate  25 
years  of  Sense  holidays  -  which  will 
influence  the  Voluntary  Services  Team 
plan  for  next  year's  holiday  programme 


•    the  Sense  Family  Network  have  decided  to 
organise  at  least  two  more  events  next  year. 
Again  the  money  and  the  plans  for  this  will  be 
included  in  the  Voluntary  Services  Team 
operational  plan  and  budget. 
So  when  the  Kent  Branch  ask,  in  the  Branch 
profile  on  page  32,  that  they  would  like  to  have 
'the  opportunity  to  say  how  the  available  money 
is  spent'  then  influencing  and  reading  operational 
plans  and  budgets  are  one  way.  The  final  version 
covering  all  Sense  regions  and  departments  will 
be  available  in  the  New  Year! 

Elsewhere  in  Newsleaf,  we  focus  on  how 
families  are  involved  with  Sense  International's 
work  around  the  globe,  interview  Tracey  Good, 
Chair  of  the  Sense  Family  Network  and  include 
all  the  usual  branch  and  family  news  and  gossip. 


Contents 


Sense  Family  Network 
Families  and  Sense  International 
Branch  News  and  Profile 
Family  News 


IN  THE  NEXT  ISSUE... 

Talking  Sense  will  be  looking  at  the  role  of 
carers.  We'd  really  like  to  hear  your  views 
on  this. 


Baby  boom  in  Fulham 

Many  of  you  will  know  Gemma  who  organises 
Sense  Holidays  and  contributes  many  of  the 
cartoons  that  appear  in  Newsleaf. 

Well,  you  might  notice  that  there  are  no  Gemma 
cartoons  in  this  issue.  Is  this  because  of  arguments 
about  artistic  freedom?  A  creative  block?  No  -  it's 
because  of  the  excellent  news  that  Gemma  has  had  a 
baby  boy  -  born  on  the  8th  of  November,  weighing 
very  nearly  71bs.  Charlie,  as  he  is  called,  is  doing  very 
well,  looking  after  his  very  proud  Mum  and  Dad. 
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Come  together 


The  rapid  growth  of  the  Sense  Family 
Network  shows  just  how  much  it  was 
needed.  Here  Tracey  Good,  the  Network's 
Chair,  talks  about  what  it  offers 


What  are  the  aims  of  the  Family  Network? 

The  Family  Network  is  primarily  about  maintaining  contact 
between  families  who  have  deafblind  members.  Contact  is 
essential,  so  that  people  can  share  experiences,  talk,  listen,  and 
have  access  to  support.  It  aims  to  help  families  feel  part  of  a 
larger  family  -  within  which  they  are  accepted,  relaxed  and 
valued. 

The  Network  is  concerned  with  keeping  families  at  the 
heart  of  Sense.  Sense  is  a  unique  organisation  in  that  it  was 
initially  set  up  as  a  family/parent  support  group.  Since  then  it's 
grown  enormously  and  now  offers  many  different  and 
successful  services.  However  it  was  felt  recently  that  the  role  of 
families  should  be  strengthened  in  the  organisation  ,  so  that  this 
didn't  get  lost  as  sometimes  happens  in  larger  charities. 

The  Family  Network  also  looks  at  issues  concerning  people 
with  deafblindness  and  their  families,  friends  and  carers. 
Although  most  Network  members  are  families  it  also  includes 

Tracey  Good  with  her  daughter  Maisie 


other  involved  people  -  for  example  a  regional  advisory  officer, 
a  grandma,  or  someone  just  interested  in  the  association. 

How  did  it  come  into  being? 

The  Family  Forum  -  a  'think  tank'  within  Sense  -  is  a  group  of 
representatives  from  all  Sense  branches  who  meet  quarterly  to 
look  at  key  issues. 

When  the  question  was  put  to  the  Forum:  'Should  the  role 
of  families  be  strengthened  within  the  organisation?',  it  was  fed 
back  to  the  branches  and  the  answer  was  a  resounding  'yes'. 

So  in  early  1997  a  branch  weekend  was  devoted  to 
exploring  what  families  wanted  and  how  their  role  could  be 
strengthened.  They  came  up  with  the  idea  of  the  Family 
Network  and  compiled  a  list  of  key  elements  including  contact 
between  and  events  for  families. 

I  myself  have  a  deafblind  brother  and  sister  and  have  been 
involved  since  the  start .  Now  we  have  seven  voluntary 
members  of  the  working  group  who  work  in  harness  with  the 
Voluntary  Services  Team  at  Sense.  The  Sense  workers  do  all  the 
running  around  -  we  just  couldn't  manage  without  them! 

What  does  it  offer? 

Lots!  Family  fun  weekends,  information,  newsletters,  outings 
and  an  annual  conference.  Not  to  mention  the  opportunities  it 
provides  for  informal  contact  between  families. 

Our  family  weekends  provide  an  opportunity  for  families  to 
get  away.  It  can  be  hard  to  go  on  holiday  with  someone  who  is 
deafblind  or  sensory  impaired,  which  means  that  it  can  be  good 
to  be  with  other  people  in  the  same  boat  so  you  don't  feel  you 
stick  out  like  a  sore  thumb.  For  some  it's  a  big  step  to  come  on 
the  initial  weekend  but  once  parents  have  been  they  generally 
come  back! 


Our  most  important  role  is  to  enable 


MM 

families  to  stay  in  touch     mm 

There's  loads  on  offer.  On  Friday  night  we  usually  have  a 
welcome  drink  and  on  Saturday  volunteers  and  experienced 
leaders  take  the  sensory  impaired  children,  young  people  and 
adults  off  on  appropriate  leisure  activities  so  parents,  siblings  , 
carers  have  time  to  relax,  chill  out,  do  what  they  want  for  the 
day. 

Then,  on  Saturday  evening  and  Sunday  families  can  get 
together  socially  to  have  a  chinwag,  swap  stories  and  gain 
support.  It's  good  to  know  you're  not  alone  and  we  try  to 
provide  a  context  where  people  can  make  friends.  For  example 
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Our  mailing  list  now  has  over  200  people, 

but  I'  m  sure  we're  missing  lots  of  you.  So  if 

anyone  wants  the  newsletter  and  you're  not 

getting  one  -  give  us  a  ring. 


two  families  who  met  on  a  weekend  swapped  numbers  and 
ended  up  going  on  holiday  together  ... 

We  also  have  an  annual  conference  -  this  year  it  took  place 
over  a  weekend  in  Blackpool  .  The  theme  was  leisure  and 
various  questions  were  explored  in  workshops  such  as  how  to 
get  leisure  time;  how  to  make  the  most  of  it  if  you  do; 
legislation  and  respite  care. 


Mi 


At  the  party  Angie  sat  in  the  middle  of 


the  dance  floor  while  everyone  danced  around 

her  -  she  had  a  whale  of  a  time!  mm 

The  workshops  were  optional  -  some  parents  decided  to  put 
the  theme  into  practice  by  relaxing  or  going  out  for  the  day. 
Meanwhile  the  youngsters  were  cared  for  in  various  leisure 
clubs  -  some  went  swimming,  some  to  the  pleasure  beach, 
some  spent  hours  on  the  tram!  There  were  40  in  the  leisure 
clubs  -  ranging  from  six  months  to  adults  -  so  a  wide  range  of 
activities  were  provided.  The  leisure  clubs  were  optional  too. 

On  Saturday  night  we  had  a  'swinging  sixties'  party  night 
and  everyone  seemed  to  enjoy  the  dinner,  music  and  dancing  . 
One  lady  had  never  heard  of  Sense  until  recently  and  couldn't 
believe  that  we  entertained  her  deafblind  daughter,  Angie  ,  all 
day  so  she  could  go  and  do  things  for  herself.  At  the  party 
Angie  sat  in  the  middle  of  the  dance  floor  while  everyone 
danced  round  her  -  no  one  minded  and  she  had  a  whale  of  a 
time. 

This  is  what's  important  -  that  families  feel  relaxed  and  can 
let  go  and  be  themselves. 

In  October  a  number  of  families  went  to  EuroDisney  in 
Paris.  Making  the  arrangements  was  exhausting  but  everyone 
had  a  wonderful  time,  and  despite  the  fact  that  it  chucked  down 
with  rain  spirits  remained  high.  Now  we  are  waiting  for  the 
next  trip! 

The  Family  Network's  newsletters  are  full  of  information 
including  details  of  future  events.  Our  mailing  list  now  has  over 
200  people,  but  I'  m  sure  we're  missing  lots  of  you.  So  if 
anyone  wants  the  newsletter  and  you're  not  getting  it  -  ring  up! 

The  Network  also  continues  to  use  its  voice  to  inform  Sense 


on  key  issues  for  families.  For  instance  we  have  had  a  lot  to  say 
about  the  issue  of  membership  within  Sense. 

Our  most  important  role  is  to  enable  families  to  stay  in 
touch.  By  families  we  mean  everyone  -  from  babies  to 
grandparents.  Single  people  are  welcome  too,  as  well  as 
friends,  volunteers,  carers  -  you  are  all  part  of  this  wider  family 
at  the  very  core  of  Sense. 

Plans  for  the  future  ? 

We  are  amazed  at  how  fast  the  Network  has  grown  -  we  are 
probably  victims  of  our  own  success! 

At  the  moment  we  are  arranging  next  year's  events, 
including  fun  weekends  in  April/May  and  our  annual 
conference  later  in  the  year.  We  shall  also  publish  more 
newsletters. 

My  vision  of  how  it  will  evolve?  We'd  like  it  to  be  bigger,  to 
have  more  people  involved  and  coming  on  weekends.  It's 
difficult  because  of  resources  -  at  Sense  everyone  is  spread 
very  thinly.  Most  people,  apart  from  the  Voluntary  Services 
Team,  are  volunteers  -  the  steering  group,  including  myself,  are 
all  voluntary,  and  sometimes  there  just  isn't  enough  time  to  do 
everything  you'd  like  to. 

But  it's  evolving  and  tremendously  exciting.  Ultimately 
what  we  want  to  do,  on  whatever  scale,  is  to  keep  the  feeling  of 
it  being  a  family  association,  and  to  keep  focused  on  family 
issues  so  people  have  others  to  talk  to  and  know  they  are  not 
alone. 

How  do  people  get  involved? 

If  you  want  to  become  involved  in  the  Family  Network  ring  - 
or  write  to  -  Sense  Head  Office  in  Finsbury  Park  (tel  0171-272 
7774)  and  ask  to  speak  to  someone  in  the  Voluntary  Services 
Team.  You  will  be  put  on  a  list  and  sent  information  and 
newsletters. 

We  would  also  like  to  welcome  more  families,  individuals, 
friends  and  interested  parties  to  weekends  and  other  events.  You 
are  all  welcome. 

Tracey  Good  was  interviewed  by  Francesca  Wolf 


News    Flash 

The  Network's  next  Family  Fun  weekend 

was  due  to  take  place  at  Darwin  Forest 

Country  Park,  in  the  Peak  District.  However, 

the  park's  management  refused  the 

Network's  booking.  These  are  the  sort  of 

barriers  that  families  face  and  why  the 

Network  is  so  important. 
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News  about 
Paul  Taylor 


On  Monday  26  October  we 
had  a  phone  call  from  Pete 
Hannah-Smith  who  is  in 
charge  of  Paul's  house  in 
Birmingham,  telling  us  that 
Paul  was  ill  and  had  been 
taken  to  the  City  Hospital. 
Birmingham. 

We  reached  the  hospital 
as  quickly  as  we  could 
arriving  to  see  Paul  sitting  in 
a  bed.  struggling  to  breathe. 
His  cheeks  were  puffed  out, 
his  tongue  was  protruding, 
and  his  face  was  turning 
blue. 


ii 


Christine 
and  I  drove  him 
back  to  his  house  in 
Brookview  Close 
where  he  wanted 
to  be      MM 

An  anaesthetist  who  was 
present,  helped  to  get  Paul 
breathing  again,  and  put  him 
on  oxygen,  but  very  soon  his 
throat  collapsed  Paul  stopped 
breathing,  and  there  was  no 
pulse. 

Another  senior 
anaesthetist  rushed  over  and 
got  Paul  breathing  again,  but 
he  was  having  fits  and  in 
such  distress  that  he  was 


transferred  to  the  Intensive 
Therapy  Unit  where  a 
ventilator  was  put  in  his 
throat  and  he  was  sedated. 

Paul  remained  on  the 
ventilator  for  24  hours,  and  it 
was  then  decided  to  try  to 
bring  him  round. 
Unfortunately,  Paul  did  not 
breathe  for  himself  without 
the  ventilator,  and  his  lungs 
filled  with  fluid,  giving  him 
double  pneumonia,  and  his 
kidneys  stopped  working. 

The  Consultant  called  us 
into  a  side  room,  and  told  us 
that  the  prognosis  was  not 
good,  and  that  all  the  tests  up 
till  then,  EEG,  lumbar  punch, 
ECG  etc.  had  drawn  a  blank, 
and  frankly  they  just  did  not 
know  what  had  caused  the 
collapse. 

At  this  time  we  feared  the 
worst.  Christine  called  for  a 
priest,  and  he  was  given 
absolution.  We  also  phoned 
Paul's  brother  Mark,  and  told 
him  to  get  up  there  as  soon  as 
possible. 

After  a  further  36  hours 
on  life  support,  Paul  was 
slowly  brought  round,  and 
put  on  oxygen,  an  antibiotic 
drip  and  an  agent  to  stop  him 
fitting.  His  lungs  drained 
slowly,  and  his  kidneys  began 
to  work.  He  gradually  came 
round,  and  eventually  started 
the  long  slow  journey  back  to 
us. 

He  was  transferred  to 
another  ward,  where  he 


continued  to  breathe  very 
erratically,  and  his 
temperature  and  blood- 
pressure  was  still  high,  but  he 
had  turned  the  corner,  and 
was  making  progress. 

After  1 0  days  Paul  was 
discharged  and  Christine  and 
I  drove  him  back  to  his  house 
in  Brookview  Close,  and  the 
staff  at  the  house,  where  he 
wanted  to  be. 

The  support  given  to  Paul 
while  he  was  in  hospital  and 
to  Chris  and  me  by  the  care- 
staff  at  the  house,  was 
unsurpassed,  and  could  not 
be  faulted  in  any  way.  They 
showed  care  and  dedication 
far  above  the  call  of  duty,  and 
often  came  to  see  and  stay 
with  Paul  during  their  time 
off.  We  can  never  express  our 
thanks  enough. 


The  staff  at  The  Princess 
Royal  Centre,  Church  Road 
Birmingham  are  also 
deserving  a  big,  big  'thank 
you'.  They  put  themselves  to 
a  lot  of  time  and  trouble, 
arranging  for  Christine  and 
me  to  stay  in  Ashley  House 
until  Paul  was  well  enough  to 
go  home,  and  diverting  other 
people  to  the  De  Lys  Unit 
even  though  they  had 
previously  booked  Ashley 
House. 

Thankfully,  Paul  is  still 
making  small  progress  daily, 
and  we  phone  twice  a  day  to 
check  on  him. 

Give  you  some  more 
news  soon. 

Christine  &  Gary  Taylor 
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Focus  on  Families  in  Sense 


Families  and  Sense  International 

Newsleaf  is  always  keen  to  hunt  down  tales  of  family  involvement  wherever  it  may 
take  place  within  Sense.  In  this  issue  we  focus  on  Sense  International  and  show 
how  families  are  adding  a  new  dimension  to  our  work  in  supporting  services  in 
developing  countries. 

From  Sue  Turner's  recent  trip  to  India,  to  a  recent  trip  to  Eastern  Europe;  from  world 
conferences  in  South  America,  to  the  Himalaya  trek,  UK  families  are  involved  in 
deafblind  work  around  the  globe. 


A  passage  to  India 

In  September  Sue  Turner  was  excited  to  be  invited  by 
Richard  Hawkes  to  spend  some  time  in  India  to  take 
part  in  the  first  deafblind  conference  in  India,  to  meet 
families  and  speak  at  a  family  conference: 


After  a  long  journey  we 
arrived  in  Mumbai  (the  new 
name  for  Bombay)  at  7  a.m. 
in  97%  humidity  to  be  over- 
whelmed by  the  noise,  the 
masses  of  people,  cars  hooting, 
carts,  cows,  dogs,  beggars 
and  all  human  life  crowding 
on  to  the  streets.  We  passed 
the  largest  slum  in  Asia,  but 
that  was  luxury  compared  to 
the  families  on  the  pavement 
along  every  street. 

"  It  was  wonderful  to 

see  parents,  who  had 

never  before  been  asked 

their  opinions,  grow  in 

confidence  and  make  a 

significant  contribution 

to  the  meeting  WW 

During  our  time  there  it 
was  a  real  privilege  to  be 
made  so  welcome  by  all  the 
families  we  visited.  It  is 
difficult  for  families  in  the 
UK  to  envisage  life  with  a 
child  who  has  multiple 
disabilities  without 


wheelchairs,  hoists,  standing 
frames  and  all  the  other 
equipment  available  to  us, 
and  often  without  any 
opportunity  for  an  education. 
One  of  the  highlights  of  our 
visits  was  to  see  a  service 
where  Sense  is  involved  in 
training  peripatetic  teachers 
for  children  with  sensory 
impairment  in  Mumbai  in 
conjunction  with  National 
Association  for  the  Blind. 

Key  resolutions 

The  National  Expert 
Meeting,  held  over  two  days, 
was  a  tremendous  success, 
culminating  in  the  formation 
of  five  key  resolutions: 

1.  The  recognition  of 
deafblindness  as  a  unique 
disability. 

2.  Identification  of  the 
numbers  of  deafblind 
people  in  India  to  be  a 
priority. 

3.  There  should  be 
recognised  training 
programmes  for  staff  who 


DNE3S 


Sue  Turner  speaks  at  the  National  Expert  meeting 


work  with  deafblind 
children  and  adults. 

4.  Parents  should  be 
involved  in  the  planning 
and  delivery  of  services, 
and  opportunities  created 
for  families  to  meet  and 
form  networks. 

5.  The  development  of 
partnerships  with 
organisations  and 
individuals  working  with 
deafblind  children  and 
adults  should  continue. 
There  was  also  a  family 

seminar  where  parents  were 
encouraged,  for  the  first  time, 
to  contribute  to  the  proceed- 
ings. It  was  wonderful  to  see 
parents,  who  had  never 
before  been  asked  their 


opinions,  grow  in  confidence 
and  make  a  significant 
contribution  to  the  meeting. 
Their  contributions  also 
highlighted  to  me  the 
similarities  between  families 
in  India  and  families  in 
the  UK. 

Beach  party 

One  of  the  most  enjoyable 
days  was  a  family  fun  day  on 
the  beach.  We  went  in  the  sea 
'Indian  Style'  in  our  clothes, 
played  games  on  the  beach 
and  were  provided  with  a 
sumptuous  meal,  which 
appeared  from  nowhere! 

My  time  in  India  will  be 
something  I  will  always 
remember.  After  the  initial 
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FAMILY  NEWS 


shock  reaction  I  found  the 
Indian  families  to  be  happy, 
friendly  people  with  the  same 
problems  and  concerns  for 
their  deafblind  children  and 
the  same  hopes  and 
aspirations  for  the  future  as 
families  in  the  UK. 

I  was  also  impressed  by 
the  dedication  and  sheer  hard 
work  of  the  Sense  staff  from 
London.  From  early  morning 
until  late  in  the  evening  they 
represented  deafblind  people 
with  an  enthusiasm  that  make 
me  proud  to  be  part  of  Sense. 

I  learnt  so  much  from  my 
visit  to  India.  Whilst  they 
may  not  have  the  right  to  aids 
and  sen  ices  from  the 
statutory  agencies  that  we 
have,  they  do  have  an 
enviable  network  of  family 
and  neighbours  to  help  and 
encourage  them,  so  that  they 
don't  suffer  from  the 
loneliness  and  isolation  often 
endured  by  families  in  this 
country. 


And  the  story 
continues... 

Argentina 

At  the  last  Deafblind 
International  World 
Conference  the  Branches 
sponsored  several  families  so 
they  could  attend  family 
workshops  and  the 
conference. 

The  trek  to  Nepal 

The  value  of  family 
involvement  in  all  areas  of 
Sense's  work  was  recently 
highlighted  to  the  Sense 
International's  fund-raisers. 

Several  families  took  part 
in  the  recent  treks  that  helped 
raise  over  £300.000  for  Sense 
and  our  work  at  home  and 
abroad.  They  were  some  of 
the  most  successful  fund- 
raisers amongst  the  trekkers. 
enjoyed  contributing  to 
Sense's  work  and.  of  course, 
had  a  fantastic  time  amongst 
the  people  and  mountains  of 
Nepal.  They  were  also  able  to 


bring  a  real  meaning  of  the 
importance  of  Sense's  work 
to  fellow  volunteers  and  staff 
involved  in  the  trek. 

Romania 

The  South  West  Branch 
recently  decided  to  "sponsor" 
work  with  deafblind  people 
in  Romania.  This  will  involve 
fund-raising  to  raise  money 
specifically  to  support  Sense 
International's  work  in  and  to 
support  a  new  parents 
association  in  Romania. 
Sense  International  will  co- 
ordinate this. 

Richard  Hawkes  of  Sense 
International  writes.... 

Family  involvement  and 
international  work  have  gone 
hand  in  hand  since  Sense  was 
first  established  over  40  years 
ago.  When  Peggy  Freeman 
and  Margaret  Brock  came 
together  they  had  to  look  to 
other  countries  for  ideas, 
suggestions  and  support,  and 
this  led  to  tremendously 


strong  international  contacts 
and  relationships.  This  led  to 
the  formation  of  Sense 
International  in  1994. 

Family  involvement  is 
vital  in  Sense  International's 
work.  They  are  the  real 
experts  on  deafblind  people 
in  every  country,  and  their 
involvement  greatly 
strengthens  our  international 
work. 

It  is  impossible  to 
overstate  the  impact  that  Sue 
Turner  made  in  India,  and  we 
are  certain  that  her  work 
there  will  stimulate  the 
creation  of  the  first  family 
networks  in  that  country7. 

We  anticipate  tremendous 
developments  in  many 
countries  in  the  coming 
years,  and  very  much  hope 
that  more  and  more  UK 
families  will  be  happy  to 
share  their  experiences  with 
families  in  other  countries  - 
which  will  strengthen  all  our 
work,  both  overseas  and  in 
the  UK. 


Branch  Profile 

Name  of  the  Branch: 

Kent  Branch 

\\  hen  was  the  branch  formed: 

We  were  originally  meeting  as  a  group 
of  parents,  organised  by  a  visual 
therapist.  On  24  April  1989  we  voted  to 
become  a  branch  of  Sense. 
W  hat  area  does  the  branch  cover: 
We  say  we  cover  the  whole  of  Kent.  In 
reality  we  are  based  in  Mid-Kent  with 
satellite  families  keeping  in  touch  from 
further  afield  -  we  would  like  to  form 

ids'  in  other  parts  of  Kent. 
\\  ho  is  it  for: 

Families,  professionals,  volunteers  and 
friends  who  have  an  interest  in  deaf 
blindness. 

Outline  the  purpose  of  the  branch: 
To  enjoy  ourselves.  We  try  to  promote 
the  interests  of  deafblind  people  and 


their  families  locally. 

What  would  you  like  to  see  the  branch 

doing  this  year: 

More  fun,  awareness  raising,  fund  raising 

and  publicity. 

How  do  you  stay  in  touch  with  the 

branch's  members: 

Branch  meetings,  by  phone,  letters, 

lunches  and  meetings  at  the  pub  (with 

chips!) 

Name  three  vital  ingredients  that 

make  up  the  branch: 

Families,  enthusiasm  and  a  feeling  of 

belonging. 

What  one  thing  would  improve  the 

running  of  the  branch: 

Kent  reduced  in  size  to  an  area  of  twenty 

square  miles. 

Most  memorable  branch  moment: 

It  has  to  be  the  opening  of  the  house  in 

Maidstone,  instigated  by  the  branch  and 


subsequently  managed  by  United 

Response. 

Most  embarrassing  branch  moment: 

At  a  branch  event,  being  introduced  by  a 

very  enthusiastic  friend  to  a  group  of 

guests,  including  Jessica  (our  Sense 

Chairman),  as  'The  person  who  started 

Sense'!! 

What  would  you  like  to  see  Sense  do 

that  it  does  not  do  already: 

To  help  us  to  become  better  known  in 

Kent. 

In  a  perfect  world  we'd  have 
unlimited  money  available  to  meet  the 
needs  of  deafblind  people. ..But  this  is 
reality  so  give  us  the  opportunity  to  say 
how  the  available  money  is  spent. 

What  would  you  most  likely  hear 
said  at  a  branch  meeting: 
I  wish  I  had  the  time. 
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Branch  News 


The  Sense  Cymru 
Branch  Challenge! 

No,  the  challenge  is  not  to 
trek  in  the  Himalayas,  cycle 
across  Borneo  -  or  even  to 
climb  Snowdon.  Friends 
meeting  for  the  Autumn  get- 
together  in  North  Wales  were 
issued  with  the  challenge  of 
filling  a  Smarties  tube  with 
20  pence  pieces  by  the  time 
we  next  meet.  As  each  tube 
will  contain  £14,  if  everyone 
takes  up  the  challenge  this 
should  go  a  long  way  towards 
meeting  the  expenses  of  our 
next  get-together. 

Friends  had  met  at 
Llandudno  Junction  for  a 
picnic  lunch  and  chat, 
followed  by  the  opportunity 
to  experience  the  benefits  of 
aromatherapy  and 
reflexology.  We  then  had 
more  chat  over  a  cup  of  tea  - 
and  a  birthday  cake  for 
everyone  to  share.  At  the 
Spring  '99  Get-together  we 
plan  to  sample  the  wonderful 
facilities  of  the  Welshpool 
Leisure  Centre. 

Thanks  to  the  efforts  of 
so  many  people  in  both  North 
and  South  Wales  (and 
England  too!)  our  Chalet 
Fund  now  stands  at  £23,000, 
so  if  we  can  raise  about 
another  £8,000  in  the  next 
year  we  will  be  able  to  have 
the  chalet  in  place  to 
celebrate  the  25th 
anniversary  of  the  branch  in 
the  year  2000. 

Hazel  Benjamin. 

South  Coast  Branch 

Three  Branch  members  and 
the  Regional  Service 
Manager  attended  a 


workshop  for  'Transition  to 
Adulthood  for  Young  People 
with  Disabilities'.  Keynote 
Speaker  was  Sandy  Chappel, 
a  member  of  Scope,  and 
workshops  included 
'Improving  Transition 
Planning  for  Young  People 
and  their  Families  :  -  What  - 
How -When?'. 

The  Branch  also 
participated  in  a  meeting 
discussing  advocacy  with 
other  organisations  involved 
with  sensory  impairment.  At 
present  in  East  Sussex  there 
is  an  Advocacy  Review 
Group.  A  report  of  the 
meeting  would  be  forwarded 
to  that  group. 

A  Branch  member 
attended  a  coffee  morning  at 
the  Palm  Court  Hotel  in 
Eastbourne  which  is  run  by 
the  RNIB. 

Meanwhile  plans  for 
Christmas  gather  pace  as  the 
Branch  and  the  Sussex 
Diocesan  Association  for  the 
Deaf  are  going  to  sign  and 
sing  Christmas  Carols  in  the 
Hastings  Shopping  Centre  on 
December  5.  Money  raised 
will  be  shared  between  both 
charities. 

Yorkshire  Branch 

We  learned  in  September  that 
the  total  amount  the  Branch 
raised  at  the  annual 
Brighouse  Gala  was  £696.  In 
order  to  help  raise  awareness 
of  the  use  of  the  red  and 
white  cane  by  deafblind 
people,  we  decorated  the  stall 
with  red  and  white  as  our 
theme  colours  and  were 
awarded  the  Gala  'Best 
Dressed  Stall'  trophy.  A 
successful  day  in  more  ways 


than  one. 

Also  in  September,  we 
celebrated  our  tenth  birthday. 
It  was  really  nice  to  welcome 
the  residents  and  carers  from 
the  houses  in  Leeds  and 
Rotherham.  Rodney  Clark 
and  Joff  McGill  came  from 
London  and  Norman  Brown, 
who  nurtured  us  through  our 
'twiglet'  days,  was  also  able 
to  join  us.  Bob  and  Asun 
Snow  and  Carl  Shaw  danced 
the  night  away  for  Sense 
North.  Doreen  and  James 
Holt  made  the  hall  look 
really  warm  and  welcoming 
for  the  evening.  We  would 
like  to  thank  those  of  you, 
who  although  unable  to  join 
us  that  night,  sent  us  your 
good  wishes. 

Finally,  on  Saturday 
December  12th  at  St.  Bedes's 
Church,  Wyther  in  Leeds, 
come  and  sing  Messiah  for 
Sense  North. 

Conducted  by  Tim  Knight 
of  the  Wakefield  Choral 
Society  with  James  Holt  at 
the  organ,  this  promises  to  be 
a  most  enjoyable  evening,  in 
addition  to  raising  funds  for 
Sense  North. 

From  all  of  us  in 
Yorkshire,  we  hope  your 


Christmas  be  happy  and  may 
1999  hold  the  key  to  the 
realisation  of  a  least  some  of 
those  dreams!!! 

Kent  Branch 

The  Branch  is  the  throes  of 
planning  their  programme  for 
the  coming  year.  Future 
events  include  an  evening  in 
a  local  pub  and  an  informal 
Christmas  get-together  for  all 
the  family.  We  are  presently 
organising  a  big  fund  raising 
event  which  is  to  be  a 
masked  Italian  Valentine's 
Ball,  where  we  will  be 
serenaded  by  Cameo  Opera, 
who  will  be  entertaining  with 
Italian  love  songs  to  get  us  all 
in  the  Valentine's  mood. 

We  have  recently  received 
a  document  issued  jointly  by 
Health,  Social  Services  and 
Education  concerning 
services  for  the  deaf  in  Kent 
which  invited  comments  from 
local  organisations.  We 
responded  giving  our 
thoughts  on  existing  services 
and  the  priorities  we  see  for 
the  future.  Hopefully  we  will 
be  consulted  further  in  the 
near  future. 


Parent  to  Parent 
Conference  in  America 

An  International  Parent  to  Parent  Conference  will  be 

taking  place  from  May  4-7,  2000,  in  Nevada. 

Parents  and  professionals  from  all  over  the  world 

will  be  at  the  conference,  entitled  'Pioneer  Spirit  - 

Blazing  New  Trails',  sharing  and  learning  from  each 

other  about  how  best  to  support  families  and  develop 

(best  practices  for  people  with  disabilities. 
Contact  Nevada  Partners  in  Policy  making,  UNR  - 
REPC/285,  Reno,  NV  89557,  United  States. 
Tel:  (702)  784-4921. 
E-mail:  cdinnell@scs.unrr.edu. 
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Daphne  Race:  a  tribute 


Very  sadly  Daphne  died  at  the  end  of 
November.  Many  of  you  will  have  read 
of  Daphne's  work  with  the  Essex 
Branch,  which  she  has  helped  set  up  and 
guide  for  the  last  four  years. 

But  it  was  through  her  work  with 
music  therapy  at  the  Disabled  Living 
Foundation  that  Daphne  first  came  into 
contact  with  Sense  and  impressed  with 
her  enthusiasm,  understanding  and 
commitment. 

She  married  Eric  late  in  life  and  this 
led  to  further  contact  with  Sense.  Eric 
had  two  sons  with  Usher  Syndrome,  and 
although  they  lived  their  own  lives 
Daphne  still  recognised  the  need  to 
know  more  about  the  syndrome. 
Through  her  sensitive  gathering  of 
information  she  came  to  have  a  very 
thorough  knowledge  of  Usher  Syndrome 
and  the  needs  of  those  people  and 
families  with  the  condition.  I  am  sure 
this  was  a  great  support  to  Eric,  but  it 
also  meant  that  she  was  a  very  valued 
friend  to  all  those  involved  with  Usher 
at  Sense. 

Of  course,  most  recently,  many 
within  Sense  have  come  to  know 


Daphne  through  her  dynamic  and 
committed  leadership  of  the  Essex 
Branch.  I  am  sure  many  will  have  their 
own  personal  memories  of  Daphne  but 
the  group's  achievements  in  the  four 
years  since  it  was  created  will  always  be 
a  tribute  to  her  support  and  dedication. 
As  an  example,  when  Daphne  and  Eric 
got  together  with  a  few  families  there 
was  little  or  no  recognition  of  the  needs 
or  numbers  of  deafblind  people  in 
Essex.  When  she  stepped  down  as  chair 
at  the  end  of  the  summer  Daphne  was 
able  to  reflect  on  two  social  workers 
working  with  dual  sensory  impaired 
people,  a  deafblind  development  officer 
soon  to  be  appointed  and  a  social 
services  planning  committee  focusing 
specifically  on  the  needs  of  deafblind 
people! 

Daphne  will  be  missed  by  many  but 
our  thoughts  are  with  Eric  and  his 
family.  Having  brought  so  much  to  the 
lives  of  those  closest  to  her  we  hope  that 
memories  of  Daphne  and  all  that  she 
achieved  will  continue  to  give  strength 
in  the  difficult  times  ahead. 


Important  news  for  families 

Celebrating  25  years  of  Sense  holidays 

The  Sense  holiday  programme  will  be  celebrating  its  silver  jubilee  next  year  - 

marked  by  a  series  of  special  holiday  parties  with  all  the  usual  Sense  party  fun. 

Look  out  for  the  1999  summer  holiday  brochure  for  all  the  details. 

Next  summer,  and  in  the  years  to  come,  will  also  see  some  exciting  changes 

to  the  Holiday  programme. 

We  are  planning  to: 

•  buy  a  holiday  venue  for  all-year  use 

•  offer  holidays  for  older  people 

•  develop  the  programme  and  offer  200  holidays 
for  the  year  2000 

For  more  information,  please  contact  Alison  Bennett 
at  Sense  Finsbury  Park. 


Goodbye  and 
thank  you 

Ian  Beattie 

Ian  Beattie  has  been  Chair  of  the 
Midlands  Branch  for  over  1 0  years,  but 
at  the  last  AGM  he  decided  that  it  was 
time  to  step  down. 

He  will  be  able  to  look  back  on  a 
Branch  that  has  developed,  evolved  and 
adapted  to  new  challenges.  The  Branch 
has  always  been  a  focal  point  for 
families  in  the  Midlands  area  offering 
support,  information  and  advice.  As 
Sense  services  to  deafblind  people  and 
their  families  have  grown  the  branch, 
with  Ian  at  the  helm,  have  supported 
Sense  West  (particularly  the  RAS,  FEAS 
and  the  Family  Centre)  with  both 
resources  and  ideas. 

More  recently  the  branch,  with  the 
support  of  staff  at  Sense  West,  have 
successfully  attracted  new  members  and 
younger  families  to  the  branch.  As 
Branch  officers  around  the  country  will 
know  this  is  no  easy  task  and  Ian  and 
the  Branch  should  take  credit  for  this. 

Ian  has  also,  over  the  years,  taken  a 
leading  role  in  national  Branch 
activities,  chairing  the  Family  Forum  for 
several  years  and  regularly  supporting 
and  taking  part  in  Branch  training 
events. 

I  know  that  Ian  will  stay  in  touch 
with  the  Branch  and  Sense,  but  we  wish 
him  well  and  thank  him  for  all  that  he 
has  contributed  to  Sense's  Branches. 
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FUNDRAISING 


City  skates  back 
to  the  Seventies 


Stockbrokers,  solicitors  and  bankers  from  leading  London 
firms  donned  flares  and  afro  wigs  for  the  11th  annual  Sense 
City  Skate.  The  only  piece  of  retro  gear  missing  was  platform 
shoes  as  firms  hit  the  ice  to  the  sounds  of  the  seventies.  Teams 
were  sponsored  to  skate  as  many  laps  as  possible  in  1 0  minutes 
and  together  with  generous  donations  from  ring-side 
supporters,  Sense  hope  to  reach  their  final  target  of  £20,000. 


Temp  help  from  Jono 


Heart  106.2  FM  DJ  Jono  Coleman  helps  to  draw  the  raffle  at  the 
1998  TNT  Temp  and  Contract  Show,  where  Sense  was  the 
nominated  charity 

Piccadilly  Line 
Charity  of  the  Year 

Exciting  news  has  just  reached  us  that  Sense  has  been 
selected  as  Charity  of  the  Year  of  London  Underground 
Piccadilly  Line  for  1999.  It  is  hoped  this  will  result  in  a  major 
publicity  campaign  as  well  as  thousands  of  pounds  raised  by 
Piccadilly  Line  employees. 

This  partnership  developed  after  a  deafblind  member  of 
Sense's  staff  raised  issues  of  disabled  access  to  the  tube. 
London  Underground  are  now  in  consultation  with  Sense  in 
relation  to  their  major  Station  Refurbishment  Project. 

Piccadilly  Line  Business  Manager  Andrew  Barr  says  'It  is  a 
tremendous  breakthrough  that  the  input  of  a  deafblind 
organisation  is  being  considered  to  make  such  an  important 
public  service  more  amenable  to  people  with  sensory 
impairments  and  we  are  optimistic  that  a  number  of  Sense's 
suggestions  will  be  taken  on  board.' 


Sense 

.u-«i,(iraial  Deafblind 

Sponsors  of  the  City  Skate;  legal  firm  Norton  Rose  strike  a 
seventies  pose  for  Sense 


A  blooming 
marvellous  donation 

In  November,  Sense  celebrated  receiving  their  largest 
ever  single  corporate  donation.  Accountancy  firm  and 
sponsor  Deloitte  and  Touche  joined  the  Royal 
Horticultural  Society  in  presenting  Sense  with  a 
cheque  for  an  amazing  £276,787  raised  from  the  1998 
Chelsea  Flower  Show  Royal  Gala  Preview. 

Sense  Corporate  Fundraiser  Jill  Houston  said  'The 
Gala  Preview  was  a  fantastic  event  for  Sense  which 
raised  our  profile  among  over  5,000  influential  people 
who  attended  and  paved  the  way  for  new  corporate 
partnerships.' 


Every  Home  Should 
Have  One... 

Tired  of  jangling  when  you  walk?  Loose  change  piling 
up  on  your  sideboard?  Why  not  take  home  one  of  the 
new  Sense  collection  boxes  and  your  pennies  can  turn 
into  valuable  pounds  to  support  Sense. 

If  you  would  like  to  get  hold  of  one  of  these 
fantastic  flat-folding  boxes,  contact  Catherine  Goggin 
at  Sense  West  on  0121-687  1607. 


Cartridge  Call 


Sense  have  established  a  project  with  a  national 
company  to  make  money  from  your  used  printer 
cartridges.  Next  time  you  change  your  ink  or  toner 
cartridge,  don't  throw  money  away,  contact 
Community  Fundraising  at  Sense  West  on 
0121-687  1607  who  will  arrange  for  it  to  be 
collected  and  converted  into  cash  for  Sense. 
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FUNDRAISING 


Blood,  Sweat  and 


Jill  Houston,  Sense 
Company  fundraiser 
looks  moodily  into  the 
middle  distance. 
No,  no,  this  photo 
wasn't  staged 


My  training 
for  the  trek  had 


consisted  of  a 


6-mile  stroll  on  the 


North  Downs 


Sense  The  Challenge  '98,  The  Himalayan  Trek, 
consisted  of  1 14  walkers  trekking  through  the 
Himalaya  to  raise  over  £353,000  for  Sense.  This 
included  five  people  with  impaired  sight  and 
hearing.  Before  I  set  out  it  sounded  like  a  good 
way  to  raise  some  money  for  Sense  and  see  part 
of  Asia  for  the  first  time.  It  was  an  incredible 
experience,  but  no  walk  in  the  park. 

After  a  2 1  -hour  stopover  in  Qatar  in  the 
Middle  East  and  a  day  in  Kathmandu  in  Nepal, 
it  was  no  turning  back  -  we  were  off  to  start  the 
trek.  We  set  off  early  -  5.30am  from  our  hotel 
in  Patan  and  had  a  two-hour  bus  journey  to 
the  start  of  our  trek  at  Sundarijal.  I  was 
feeling  excited  but  nervous.  Horror 
stories  of  exhausting  climbs  and 
unbearable  heat  had  filtered 
through.  The  last  time  I  did 
any  really  serious 
walking  was  the  Coast 
to  Coast  walk  -  which 
had  been  six  years  earlier. 
My  training  for  the  trek 
had  consisted  of  a  six-mile 
stroll  on  the  North  Downs, 
interspersed  by  a  long  pub 
lunch     I  was  seriously  unfit!  We 
were  the  third  Sense  party  to 
leave. 

When  we  arrived  at  Sundarijal  our 


porters  started  organising  our  gear  -  and  we 
started  walking.  Straight  away  we  had  a  relatively 
steep  ascent  and  I  proceeded  to  build  up  a  good 
sweat  which  was  going  to  linger  with  me  for 
another  beautifully  scented  five  days. 

On  the  job 

I  got  chatting  to  my  tentmate  -  Bill  Dickinson. 
He  had  a  deafblind  son  and  a  daughter.  He  was 
saying  what  he  really  wanted  was  some  respite  for 
his  daughter,  as  although  he  got  some  for  his  son, 
he  never  got  time  to  spend  with  just  him.  I  said  I 
would  try  and  find  out  some  information  for  him 
on  this.  Forever  on  the  job  you  see! 

The  first  day  had  lulled  me  into  a  false  sense 
of  security.  After  a  strenuous  day's  walking  on  the 
second  day  -  I  had  been  pushing  it  hard  -  I  hit 
'The  wall'  a  few  miles  out  of  Khutumsang,  which 
was  our  campsite  for  the  second  night.  I  really 
thought  I  couldn't  walk  any  further.  Luckily,  one 
of  our  group's  "hard  men'  -  Peter  Brill.  Sense 
parent  and  council  member  -  got  two  milky  bars 
and  a  mug  of  sweet  tea  down  my  neck  and  a 
vicious  sugar  rush  fuelled  me  to  camp! 

Close  to  the  edge 

Another  one  of  the  trek's  hard  men  was  Anthony 
Barnet,  an  architect  from  Bristol  who  had  a 
brilliant  sense  of  humour,  and  who  regularly 
reminded  us  that  he  had  dated  Beth  from  the  pop 
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Beers 


Jim  Kent,  Assistant  Communications  Officer, 
hacked  his  way  through  dense  Himalaya  jungle 
to  bring  this  story  back  for  Talking  Sense... 


A  Sadhu  in  Kathmandu 

group  Portishead.  Unfortunately,  on  our  descent 
from  Tharepati  (3490m),  he  strayed  off  the  trail 
for  a  call  of  nature.  He  slipped  and  fell,  impaling 
his  upper  thigh  with  the  sharp  aluminium  end  of 
his  walking  pole;  it  stuck  in  over  an  inch.  Peter 
Brill  sprang  to  his  rescue  and  stopped  him  falling 
any  further. 

Luckily  for  Anthony  we  had  a  doctor  on  our 
trek,  Jacki  Rees.  She  patched  Anthony  up  and 
when  dosed  up  with  Codeine  he  managed  to  make 
the  painful  decent  into  Malemchigaon,  with  the 
help  of  the  gigantic  sherpa,  Onge.  Here,  Jacki  did 
a  proper  job  of  cleaning  the  wound  and  Anthony 
managed  to  battle  on  through  rain  and  further 
harsh  descents. 

In  the  evening  Anthony  developed  a  high 
temperature  -  over  103°F  -  and  it  was  obvious  he 
had  a  serious  infection.  Jacki  cooked  up  a  broad 
spectrum  of  antibiotics  from  the  medical  box,  a 
helicopter  was  put  on  standby  in  Kathmandu 
and  we  had  to  wait.  In  the  morning,  however, 
the  cocktail  seemed  to  have  worked. 
Anthony's  temperature  was  down  and 
he  insisted  on  carrying  on. 

Our  final  night  of  the  trek 
was  spent  in  Talamarang,  where 
we  had  a  celebratory  meal  and 
plenty  of  the  local  brew. 
Unfortunately,  my  slightly  upset 
stomach  was  totalled  by  the  drink 
and  I  spent  from  midnight  till  dawn 
in  great  discomfort  crouched  in  the 
toilet  tent! 

Jim  Kent  takes  cover! 


News  from  the  other  groups 

After  we  returned  to  London,  all  sorts  of  strange 
stories  started  to  come  out  of  the  jungle.. 

•  David  Pruden,  Capital  Appeals  Fundraiser  for 
Sense  went  on  the  first  trek  out  (4-13 
September),  which  was  with  a  party  from 
William  Youngers  Brewery,  a  company  who 
have  supported  Sense  a  great  deal  in  the  past. 
Doug  Scott,  famous  mountaineer  and  founder 
of  The  Specialist  Trekking  Co-operative,  the 
company  we  were  using,  was  going  to 
accompany  this  trek.  However,  in  the  end  he 
did  not  join  them  until  day  3.  At  the  start  of 
their  trek,  the  party  was  joined  by  a  stray  dog, 
which  followed  them  most  of  the  way  of  the 
six-day  trek!  Inevitably  it  was  nicknamed 
'Dog  Scott'. 

•  Richard  Sypula  and  John  Churcher  were  on 
the  trek  which  departed  before  mine.  They 
both  have  Usher  syndrome  and  coped 
tremendously  well  with  the  conditions.  Emma 
Fisher,  Assistant  International  Fundraiser,  who 
was  in  their  group  said:  'It  was  amazing 

how  they  overcame  their 
disabilities,  given  the  terrain. 
Both  of  them  had  to  concentrate 
on  where  they  put  their  feet  the 
whole  time  while  we  could  look  at 
views.  It  was  a  window  to  other 
trekkers  of  what  Sense  is  all  about'. 

•  Mild-mannered  Clive  Bilby  from  Sense 
Trading  was  also  in  this  party.  He  came  clad 
from  head  to  foot  in  army  gear,  and  was 
commonly  known  as  Action  Man.  In  the 
end  this  joshing  got  to  him  and  he  gave 
his  whole  wardrobe  to  the  trek's 
sherpa  and  porters  on  the  last 
night. 

•  The  last  party  to  go  out 
was  led  by  Stefan  Meigh, 
International  Fundraiser, 
who  had  organised  all  the 
treks.  Christopher  Meredith,  82, 
the  oldest  person  to  do  the  trek, 
was  on  this  party.  He  completed  the 
challenge  with  some  superb  support 
from  two  sherpas. 


was  put  on 
standby  in 


Kathmandu 


and  we  had 


to  wait 


Sense  parent  - 
Robert  Spigel 
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SENSE  PEOPLE 


30  years 
of  service 
to  deafblind 
people 


Margaret  White  retired  from  the  Sense 
Council  in  October  after  30  years  of  service. 
Jessica  Hills  pays  tribute: 

When  Margaret's  third  child  Helen,  was  born  in  the  early 
1 960s.  she  was  told  that  she  was  fine  -  although  Margaret  had 
had  rubella  during  her  pregnancy.  Six  weeks  later  cataracts 
appeared  and  so  began  the  long  trail  of  hospital  visits,  so 
familiar  to  so  many  families.  Several  months  later  Margaret 
heard  about  the  National  Association  for  Deafblind  and  Rubella 
Children  and  was  visited  by  Margaret  Brock.  What  a  joy  and  a 
help  she  was  to  Margaret,  Geoff  and  the  family  They  quickly 
became  involved. 

When  we  were  a  small  organisation  Margaret  was  our  film 
secretary.  She  has  given  innumerable  talks  to  WI  groups, 
schools.  Rotary  Clubs  etc.  and  to  professionals  in  training, 
family  groups  and  Branches.  She  always  brings  to  her  talks  that 
very  personal  view  point  of  a  parent,  which  is  so  moving. 
Margaret  also  visited  many  families  to  give  them  the  support 
she  had  received,  and  they  remember  the  hours  she  has  spent  on 
the  phone  to  them. 

By  the  late  '70s  a  number  of  Sense's  first  members  were 
reaching  adulthood.  Margaret  Brock's  survey  of  parents  showed 
they  wanted  a  'home  for  life',  specifically  for  deafblind  young 
adults,  where  they  could  continue  their  education,  learn  new- 
life  skills  but  where  they  would  be  secure.  Our  General 
Secretary,  Pryce  Owen,  got  the  Magpie  Appeal  which  enabled 
us  to  establish  the  Manor  House  at  Market  Deeping.  Margaret 
was  on  the  Planning  Committee  and  her  longest  standing 
commitment  to  Sense  has  ben  her  work  with  Sense  East,  which 
has  been  unsurpassed  by  anyone  else  in  Sense.  Margaret  has 
been  Chairman  of  the  Region  since  1980.  She  has  always  taken 
great  pride  in  the  development  of  the  young  people  there, 
gr.  ing  out  their  awards  for  achievement  at  the  Annual 
Ceremony,  judging  the  beautiful  gardens  they  have  grown  each 
summer,  auditing  the  residential  services,  keeping  in  touch  with 
many  parents,  encouraging  and  supporting  staff,  visiting 
regularly,  meeting  with  the  Directors  to  plan  developments  and 
receiving  our  Patron  when  she  visited  Sense  Hast  services. 


Margaret  White  with  her  daughter  Helen 

For  a  time  after  Margaret  retired  from  teaching  children 
with  SEN  in  a  comprehensive  school.  She  then  worked  at  Sense 
West  with  the  RAS  Team,  working  with  the  adults  but  also 
giving  talks  with  Joan  Spriggs  as  part  of  professional 
development  programmes.  Margaret  represents  Sense  on  RNTB 
Committees  and  Chairs  the  Coventry  Society  for  the  Blind 
Committee.  Her  work  for  Sense  was  honoured  by  the  Queen 
when  she  received  the  MBE. 

Margaret  retired  at  the  AGM  as  a  much  valued  member,  for 
30  years,  of  Sense's  Council,  always  representing  the  families' 
point  of  view  and  ensuring  the  needs  of  the  children  and  young 
adults  are  foremost  in  our  minds.  She  has  been  my  valued  Vice 
Chairman  since  1981.  Thank  you,  Margaret,  both  for  what  you 
are  and  for  what  you  have  done  for  Sense,  for  the  wisdom. 
support  and  friendship  you  have  given  us  all. 

Margaret  White  writes: 

When  you  can  no  longer  cope  with  your  disabled  child,  it  can 
help  to  put  your  energies  into  something  that  may  help  other 
people's  children  as  well  as  your  own.  So  I  was  fortunate  when, 
having  worked  Helen  and  myself  to  a  standstill,  and  being  close 
to  a  breakdown,  there  were  jobs  that  I  could  do  when  Helen 
went  into  a  Deafblind  Unit. 

Unlike  Peggy,  Margaret  and  Jessica.  I  have  made  no  unique 
contribution.  I  have  served  on  committees  and  worked  on 
teams.  It  has  been  a  privilege  to  work  alongside  Jessica  for  so 
long,  and  been  her  'sounding  board'  as  my  love  and  admiration 
for  her  has  grown.  I  value  her  friendship  greatly. 

I  am  also  grateful  to  Rodney  for  the  way  he  has  led  the 
growth  and  development  of  Sense,  for  bringing  in  new  people 
and  ideas,  while  not  losing  family  involvement.  Thank  you  also 
Rodney  for  some  lovely  parties!  All  in  all.  I  think  I  have  gained 
more  than  I  have  given.  Thank  you  all  for  the  wonderful 
presents  I've  received:  the  flowers,  pottery  from  Sense 
workshops,  the  rose  bush,  crystal  rose  bowl,  gold  chain  and 
earrings,  and  a  very  special  camera.  Most  of  all,  thank  you  to 
all  the  families  and  staff  for  your  warm  friendship  and  support 
through  the  good  times  and  bad. 
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Notice  Board 


Deafness  Support  Network  - 
Care  Support  Worker 

Community  Services,  Cheshire 
Required  from  January  1999 
Salary  Range:  £9,891  -  £11,730 

Community  Services  manages  a  house  providing  semi- 
independent  living  for  women  who  are  deafblind  with 
additional  disabilities. 

Due  to  extra  input  in  the  above  setting,  we  will  require 
at  least  four  Care  Support  Workers  who  must  have  a 
positive  attitude  to  Deaf  people  with  learning 
disabilities,  be  flexible  and  work  on  their  own  initiative. 

Ideally,  candidates  will  have  a  BSL  qualification. 
However,  appropriate  sign  language  and  care  work 
experience  will  be  considered. 

Deafness  Support  Network  (formerly  Cheshire  Deaf 
Society)  has  a  positive  attitude  in  the  employment  of 
Deaf  people. 

Because  of  the  nature  of  the  work,  applications  from 
women  are  particularly  welcome. 

For  further  information  and  application  forms, 
please  contact:Craig  Crowley,  Head  of  Community 
Services,  Stepping  Stones,  Weir  Street,  Northwich, 
Cheshire  CW9  5HL 

Voice/Minicom:  0106-330633 

Fax:  0106-353908 

e-mail:  DSNCCrow@aol.com 

Closing  date:  11  January  1999 
Interview  date:  19  January  1999 


! 


Exciting  Opportunity 

for  a  Qualified  Volunteer  in  Malaysia 

St.  Nicholas  Home  in  Penang,  Malaysia,  has  identified  an 
opportunity  for  a  qualified  trainer  in  deafblindness  or  sensory 
impairment. 

St.  Nicholas  Home  is  a  voluntary  multi-service  organisation 
which  aims  to  integrate  visually  disabled  people  into  the 
community. 

A  volunteer  is  required  for  a  one-year  period  to  work  along- 
side the  staff  at  St.  Nicholas  home's  deafblind  programme. 
The  volunteer  should  have  Christian  values.  Accommodation 
and  meals  plus  a  small  living  allowance  is  provided. 

For  further  information,  please  contact  Tamar  Underhill  at 
Sense  International,  1 1-13  Clifton  Terrace,  London  N4  3SR. 
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The  XII  World  Conference  of  Deafblind 
International  (Dbl)  20-25  July,  1999 

Conference  theme:  Developing  Through  relationships: 
Celebrating  Achievement 

The  Conference  will  be  held  at  Centro  Escolar  Turistico  e 
Hoteliro  do  Estoril  near  Lisbon.  Participants  are  encouraged 
to  present  proposals  for  presentations  and  networking 
sessions.  Professionals  and  deafblind  people  are  encouraged 
to  take  part  in  the  conference.  A  family  camp  will  be  held  to 
accommodate  the  needs  of  the  families  of  deafblind  children. 

For  more  details  contact:  Casa  Pia  de  Lisboa/CAAF, 
XII  World  Deafblind  Conference  of  Dbl,  Av.  do  Restelo, 
1  1400  Lisboa,  PORTUGAL.  Tel:  351.1.362  71  35. 
Fax:  351.1.363  34  48 
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National  Year  of  Reading 

Family  Resource  Pack 

Do  you  have  special  ways  to  make  stories  meaningful  for 
your  son  or  daughter  if  they  have  profound  and  multiple 
disabilities? 

Mencap,  the  charity  for  people  with  learning  disabilities, 
wants  to  hear  about  them. 

The  charity  has  been  awarded  a  grant  from  the  National 
Literacy  Trust  as  part  of  the  National  Year  of  Reading. 
This  will  be  used  to  produce  a  resource  pack  for  families 
to  look  at  ways  of  developing  early  communication  skills 
with  children  and  young  people  with  profound  and 
multiple  disabilities. 

We  want  to  gather  together  thoughts  and  ideas  as  well  as 
practical  tips  that  you  already  use  to  develop  your  child's 
communication  skills. 

Your  ideas  could  include  multisensory  or  tactile  books, 
reading  walls,  story  bags  or  other  fun  ways  of  involving 
everyone  in  the  family  in  a  story  or  game.  We  are  looking 
at  reading  in  its  widest  sense. 

If  you  can  help  us,  we  would  appreciate  it  if  you 
would  fill  in  the  enclosed  short  questionnaire  in  this 
magazine  and  return  it  to  the  address  on  the  form. 

For  further  information  please  contact: 
Maggie  Morgan,  Mencap.  Tel:  0161-888  1200 
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11-13  Clifton  Terrace 

Finsbury  Park, 

London  N4  3SR 

Tel:  0171-272  7774 

Fax:0171-272  6012 

Minicom:  0171-272  9848 

E-mail:  Talking 

Sense@Sense.org. UK. 

Chief  Executive: 

Rodney  Clark 

Sense  Cymru 

Shand  House, 

20  Newport  Road, 

Cardiff  CF2  1YB 

Tel/Fax  :01 222-457641 

Minicom:  01222-499  644 

Sense  Northern  Ireland 

Sense  Family  Centre 

The  Manor  House 

51  Mallusk  Road 


County  Antrim 

BT37  9AA 

Tel/Text:  01232-833  430 

Fax:  01232-844  232 

Divisional  Services  Manager: 

Meta  McMullin 

Sens*  Scotland 

Unit  5/2,  8  Elliot  Place, 

Clydeway  Centre, 
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Heads  up! 

The  Helen  Keller  Award  1998 


Artists  have  interesting  insights  into 
deafblindness.  The  Helen  Keller  Award 
recognises  this,  presenting  a  prize  every  three 
years  for  the  best  submission  in  any  art 
medium  on  the  subject  of  dual  sensory 
impairment. 

This  year  Sense  West  Sculpture  Group 
won  the  award  for  their  sculpture  'Heads'. 
Presented  by  Her  Royal  Highness  the  Princess 
Royal  in  early  November,  it  was  followed  by  a 
fascinating  exhibition  of  entries  at  Glasgow 
School  of  Art  -  a  true  celebration  of  the 
senses! 

The  award  was  launched  in  1933  when 
Helen  Keller  visited  Scotland  and  auctioned  a 
prize  bullock  to  raise  funds  for  deafblind 
people.  Initially  the  money  financed  an  annual 
essay  competition  but  when  Sense  Scotland 
became  trustees  in  1989  they  transformed  it 
into  an  all-arts  competition,  open  to  anyone 
with  something  relevant  to  say  about 
deafblindness. 


Sarah  Rodgers  received  the  award  on  behalf 
of  Sense  West 

This  year's  award  attracted  over  70  entries 
from  individuals  and  groups.  The  hugely 
diverse  works  were  of  a  high  quality  and 
included  videos,  music,  photography,  painting, 
sculpture,  embroideries,  stained  glass  and 
relief  art,  as  well  as  a  multi-sensory 
installation  by  pupils  from  Holyrood 
Secondary  School  in  Glasgow  featuring  wind, 
water,  vibration,  texture  and  smell. 

People  with  or  without  dual  sensory 


Brian  Crichton  receives  a  Highly  Commended 
certificate  from  Princess  Anne 

impairment  can  enter.  The  judges  identify 
works  by  a  number  and  title  and  are  unaware 
of  the  artist's  name,  background  or  whether  or 
not  they  are  sensory  impaired.  Amazingly, 
though,  this  year  five  out  of  the  six  pieces 
shortlisted  were  submissions  from  deafblind 
artists. 

Sense  plans  to  hold  the  next  award  in  two 
years  time  as  part  of  our  Millennium 
activities.  We're  looking  forward  to  another 
enjoyable  celebration  of  the  senses  through  art 
-  so  get  thinking  now! 

Awards 

Winner 

Sense  West  Sculpture  Group  for  'Heads'  - 
sculptures  using  various  materials. 

Highly  Commended 

Brian  Crichton  for  line  drawing  based  on 
a  Renaissance  painting. 
Angela  Hunter  for  'Seeing  Hands'  - 
sculpture  in  steel  and  polyester  resin. 

Commended 

Catriona  Campbell  for  'Making  Contact' - 

painting. 

Alan  Faulds  for  wood  carving  based  on  the 

parable  of  the  'blind  leading  the  blind'. 

Alison  Hendry  for  'Daffodils'  -  painting. 

Karen  Mclver  for  'Seascape'  -  musical 

soundscape. 

Lewis  Scott  for  'Self  Portrait'  -  painting. 

Gry  Segcrblad  for  'Nidar'  -  litho  print. 
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